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RYAN  WHITE  CARE  ACT  REAUTHORIZATION 


WEDNESDAY,  FEBRUARY  22,  1995 

U.S.  Senate, 
Committee  on  Labor  and  Human  Resources, 

Washington,  DC. 

The  committee  met,  pursuant  to  notice,  at  9:30  a.m.,  in  room 
SD-430,  Senator  Nancy  Landon  Kassebaum  (chairman  of  the  com- 
mittee) presiding. 

Present:  Senators  Kassebaum,  Jeffords,  DeWine,  Ashcroft,  Ken- 
nedy, Dodd,  Simon,  and  Wellstone. 

The  Chairman.  The  hearing  will  please  come  to  order. 

It  is  a  great  pleasure  to  welcome  our  first  panel.  Before  us  are 
the  distinguished  former  chairman  of  the  Senate  Labor  Committee, 
the  former  ranking  member  of  the  Labor  Committee,  the  former 
chairman  of  the  Labor  Committee,  and  the  current  ranking  mem- 
ber of  the  Labor  Committee — Senator  Kennedy  and  Senator  Hatch. 

But  more  importantly  for  today's  hearing,  they  were,  as  many  of 
you  know,  the  original  sponsors  of  the  CAJIE  legislation  which  be- 
came law  5  years  ago.  It  was  because  of  the  efforts  of  Senator 
Hatch  and  Senator  Kennedy  that  this  vital  support  service  for  med- 
ical care  and  support  services  for  individuals  with  AIDS  has  been 
realized.  So  I  think  it  is  very  fitting  to  welcome  both  of  our  distin- 
guished colleagues. 

I  want  to  first  wish  Senator  Kennedy  a  happy  birthday  today. 
[Applause.] 

Senator  Kennedy.  Well,  Madam  Chairman,  I  cannot  think  of  a 
nicer  way  to  spend  it  than  with  my  good  fi*iend  Orrin  Hatch  and 
with  our  Republican  chair  and  Senator  Jeffords. 

Senator  Hatch.  My  senior  brother  and  I  have  spent  a  lot  of  time 
together  on  his  birthday,  I  have  to  say. 

Senator  Kennedy.  Thank  you  very  much. 

The  Chairman.  Senator  Hatch,  you  are  the  one  who  is  testifying, 
but  I  do  not  know.  Senator  Kennedy,  if  you  had  some  remarks  you 
wanted  to  make,  too,  following  Senator  Hatch. 

Senator  Kennedy.  I  think  under  our  tradition,  Senator  Hatch 
will  go  first,  and  then  I  would  like  to  make  a  brief  comment. 

The  Chairman.  Senator  Hatch,  welcome. 

STATEMENT  OF  HON.  ORRIN  G.  HATCH,  A  U.S.  SENATOR  FROM 
THE  STATE  OF  UTAH 

Senator  Hatch.  Thank  you,  Senator  Kennedy. 

I  do  appreciate  being  able  to  be  here.  Madam  Chairman  and 
members  of  the  committee,  and  I  appreciate  the  opportunity  to  tes- 
tify here  today — and  I  also  wish  Senator  Kennedy  a  happy  birth- 
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day.  With  his  energetic  life,  I  will  not  say  anything  else,  but  he  is 
certainly  one  of  our  great  Senators  here,  and  I  have  really  enjoyed 
serving  with  him  throughout  all  these  years. 

In  1981,  two  physicians,  unknown  to  each  other,  on  opposite  ends 
of  the  United  States,  made  a  similar  observation  that  they  would 
publish  in  their  respective  medical  journals.  They  noted  that  a 
small  group  of  otherwise  healthy  patients  were  becoming  infected 
with  organisms  that  would  normally  affect  individuals  who  were 
for  some  reason  immune-suppressed.  In  layman's  terms,  they  had 
a  weakened  immune  system. 

Over  the  next  few  years,  the  number  of  such  cases  dramatically 
increased  and  began  to  spread  throughout  the  country.  The  number 
of  infected  individuals  and  the  resulting  death  toll  caused  this 
country  a  great  deal  of  alarm  and  in  some  cases,  panic. 

Admittedly,  as  with  any  unexpected  crisis,  the  immediate  re- 
sponse from  many,  including  Members  of  both  the  House  and  the 
Senate,  could  be  characterized  as  denial,  anger,  blame,  and  eventu- 
ally understanding  of  this  complicated  and  devastating  disease. 

I  am,  of  course,  referring  to  the  human  immunodeficiency  virus, 
HIV,  which  causes  AIDS.  I  do  not  wish  to  inundate  you  with  all 
the  heavy  statistics,  because  your  witnesses  today  will  do  that 
much  better  than  I.  But  I  do  feel  that  it  is  important  to  discuss  a 
few  dramatic  facts  in  order  to  highlight  the  tremendous  impact  of 
this  disease. 

The  most  revealing  fact  is  that  the  number  one  cause  of  death 
for  adults  age  25  to  44  is  now  AIDS — the  number  one  cause  of 
death.  This  is  not  a  disease  which  only  affects  certain  groups.  This 
is  not  a  gay  disease,  an  inner  city  disease,  or  a  disease  of  the  poor. 
AIDS  does  not  play  favorites.  It  affects  rich  and  poor,  adults  and 
children,  men  and  women,  rural  communities  and  the  inner  cities. 

Senator  Kennedy  and  I  face  you  today  as  the  authors  of  the  origi- 
nal Ryan  White  legislation.  Much  has  changed  since  1990.  The 
number  of  cases  continues  to  increase.  The  emotional  and  economic 
burden  for  the  victims  and  their  families  is  substantial.  And  we  be- 
lieve that  this  law  has  made  a  difference  and  should  continue  to 
make  a  difference.  But  much  remains  to  be  done. 

Since  its  enactment  in  1990,  the  Ryan  White  Act  has  provided 
the  necessary  assistance  for  those  persons  and  their  families  af- 
fected by  the  AIDS  epidemic.  Often  the  funding  provides  for  models 
of  HIV  service  delivery  that  are  considered  to  be  some  of  the  most 
successful  health  care  delivery  models  in  the  United  States. 

A  unique  feature  of  the  Ryan  White  Project  in  Utah  has  been  the 
delivery  of  quality  care  by  a  multidisciplinary  team  of  providers. 
We  have  developed  a  system  of  community  health  centers  and  a 
hospital  system  which,  together  with  the  private  sector  across  the 
State,  provides  access  for  those  affected  in  our  State. 

I  believe  that  it  is  vital  that  the  Congress  reauthorize  the  Ryan 
White  Act.  I  strongly  support  it  and  will  do  everything  in  my  power 
to  see  that  it  passes.  I  realize  that  in  this  fiscal  climate,  we  must 
be  prudent  with  any  program  reauthorization,  and  I  fully  expect 
that  your  committee  will  be  thorough  in  its  evaluation  of  this  legis- 
lation as  well,  and  I  am  committed  to  v/orking  with  all  of  you  on 
this  committee  in  a  bipartisan  effort  to  make  sure  that  we  continue 
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this  very  needed  and  successful  program  as  we  also  continue  to 
find  a  cure  for  AIDS. 

Finally,  this  past  year,  a  very  good  friend  of  both  of  us  and  of 
many  on  your  committee,  as  well  as  throughout  the  Senate,  Eliza- 
beth Glaser,  died  from  AIDS.  I  remember  a  few  years  ago  when  we 
were  so  concerned  about  this  issue,  and  we  passed  tne  original 
AIDS  bill,  that  Elizabeth  Glaser  came  to  me  and  asked,  "Do  vou 
understand  the  problem  of  pediatric  AIDS?"  I  had  never  focused  on 
that  problem.  I  assumed  there  might  be  some  slight  problems 
there,  but  when  she  finally  got  through  explaining  it  to  me,  I  have 
to  say  that  I  became  a  very,  very  big  supporter  of  what  she  was 
trying  to  do  and  did  my  best  to  try  to  help  her. 

She  was  a  courageous,  courageous  woman  who  did  an  awful  lot 
to  bring  the  plight  of  children  with  AIDS  to  the  attention  of  every- 
one in  America,  and  she  raised  an  awful  lot  of  money  to  help  with 
this  effort.  It  was  the  kind  of  community  and  volunteer  and  private 
support  that  I  really  had  a  great  deal  of  respect  for. 

I  just  want  to  say  that  during  that  same  period  of  time,  this 
young  man,  Ryan  White,  came  into  all  of  our  lives.  He  was  coura- 
geous and  intelligent  and  an  activist  for  helping  others,  knowing 
that  he  was  going  to  die.  And  I  have  to  say  that  this  bill  is  very 
aptly  named,  because  the  Ryan  White  Act  nas  been  an  alleviator 
of  sickness  and  problems  and  family  difficulties  in  this  particular 
area  like  nothing  else  we  could  have  done.  So  I  am  very  proud  of 
that  bill,  and  I  just  want  to  commend  it  to  you,  Madam  Chairman 
and  members  of  the  committee,  along  with  Senator  Kennedy  and 
others. 

I  appreciate  the  efforts  that  Senator  Kennedy  has  made  in  the 
whole  area  of  AIDS  and  the  leadership  that  he  has  provided,  and 
I  intend  to  continue  to  support  him  and  others  who  continue  to  pro- 
vide this  leadership  throughout  our  country,  including  you,  Madam 
Chairman  and  members  of  this  committee. 

Thank  you  for  inviting  me  to  testify  today. 

The  Chairman.  Thank  you  very  much,  Senator  Hatch. 

We  will  now  receive  a  statement  for  the  record  by  Senator  Coats. 

[The  prepared  statement  of  Senator  Coats  follows:] 

Prepared  Statement  of  Senator  Coats 

adam  Chair,  a  few  short  years  ago,  one  of  my  constituents, 
Ryan  White,  bravely  faced  death  at  the  hands  of  AIDS,  one  of  the 
more  terrible  diseases  known  to  mankind.  At  the  time  of  his  death, 
Ryan  could  receive  little  consolidation  from  the  Federal  Govern- 
ment. At  the  time  of  Ryan's  death,  the  Care  Act  had  not  been 
signed  into  law.  And  while  Ryan  would  not  be  alive  today  if  the  act 
had  been  effective,  Ryan  might  have  suffered  a  little  less,  enjoyed 
his  limited  days  a  little  more,  if  the  act  had  been  law  and  funding 
were  available. 

Today,  we  undertake  the  solemn  and  burdensome  task  of  evalu- 
ating the  Ryan  Care  Act.  The  disease  that  Ryan  continues  to  run 
unabated,with  little  cure  in  sight  and  with  80,000  new  victims  each 
year,  almost  600  of  those  in  Indiana  alone.  But  in  the  face  of  such 
devastation  of  our  population,  we  can  ill  afford  to  capriciously  or 
recklessly  reauthorize  the  spending  of  another  two  or  three  billion 
dollars  to  care  for  AIDS  victims. 
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Instead,  we  must  take  the  time  to  examine  the  elements  of  the  | 
program  and  determine  which  of  its  provisions  have  saved  lives, 
which  have  eased  the  pain  of  the  illness,  and  which  have  failed  to 
serve  as  originally  intended.  By  so  doing,  we  better  serve  the  now  ] 
and  future  victims  of  this  disease  and  better  preserve  the  integrity  ; 
of  the  program.  i 

I  look  forward  to  the  testimony  today  of  all  the  witnesses.  These  j 
aids  victims  and  service  providers  represent  the  thousands  who 
daily  mitigate  and  humanize  the  impact  of  this  disease.  The  faith 
of  these  people  in  light  of  this  disease  is  a  sign  to  all  of  us  in  our 
own  daily  struggles.  I  also  look  forward  to  testimony  from  the  ad- 
ministration and  GAO  officials  who  attempt  to  ensure  equitable 
and  effective  administration  of  this  substantial  government  pro- 
gram. 

My  personal  objective  for  this  hearing  is  to  learn  how  we  might 
improve  and  better  ensure  the  effective,  compassionate  operation  of 
this  program.  I  will  examine  particularly  closely  the  testimony 
today  that  may  reflect  on  some  of  the  following  concerns  that  have 
been  raised  by  staff*  and  investigators  over  the  years  of  this  pro- 
gram's brief  existence. 

First,  I  want  to  examine  whether  the  grant  formulas  established 
in  the  early  part  of  the  spread  of  this  disease  remain  the  most  eq- 
uitable to  all  victims.  Is  equitable  funding  available  to  areas  that 
have  experienced  a  recent  increase  in  cases?  Is  it  available  to  sup- 
plement the  resources  of  States  that  lack  the  capability  to  devote 
full  resources  to  caring  for  AIDS  victims?  To  what  extent  does  the 
formula  result  in  the  supplanting  of  State,  local,  or  private  re- 
sources? 

Second,  I  want  to  explore  the  most  appropriate  mix  of  services 
to  be  authorized  under  the  act,  so  as  to  ensure  maximum  benefit 
to  those  afflicted  with  AIDS.  What  are  the  services  and  what  types 
of  care  do  AIDS  victims  most  lack?  To  what  extent  can  we  limit  ex- 
penditures for  bureaucratic  needs  and  other  expenditures  that  do 
not  substantially  improve  the  condition  of  an  AIDS  victim?  Obvi- 
ously, these  questions  are  particularly  relevant  at  a  time  when 
budgetary  concerns  threaten  to  overwhelm  so  many  other  critical 
policy  considerations. 

Finally,  I  hope  to  explore  the  needs  of  the  infants,  children, 
women,  and  families  that  are  devastated  by  this  disease.  Are  they 
adequately  supported  as  they  deal  with  the  terrible  impact  of  this 
disease?  What  is  the  projected  impact  on  these  vulnerable  popu- 
lations in  the  next  few  years? 

Madame  Chair,  I  thank  you  for  providing  the  forum  for  our  in- 
vestigation. You  have  wisely  chosen  to  hold  this  hearing  early  in 
the  Congress.  I  look  forward  to  the  information  our  witnesses  can 
provide  as  we  review  the  Ryan  White  Care  Act. 

The  Chairman.  Senator  Kennedy,  do  you  have  a  few  comments 
you  would  like  to  make? 

Senator  Kennedy.  Yes,  please.  Madam  Chairman. 

First  of  all,  I  want  to  say  how  much  I  have  appreciated  the  lead- 
ership of  Senator  Hatch  on  this  issue  and  in  the  development  of  the 
legislation  in  the  committee,  on  the  floor  of  the  U.S.  Senate,  and 
with  the  House  of  Representatives.  It  is  legislation  which  I  think, 
in  any  fair  evaluation,  finds  broad  and  strong  support  and  has  been 
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an  indispensable  lifeline  for  hundreds  of  thousands  of  our  fellow 
citizens. 

I  think  it  is  really  a  reflection  of  what  we  can  do  here  in  this  in- 
stitution when  we  try  to  find  common  ground  and  work  together. 
I  think  there  is  great  focus  and  attention  on  matters  which  divide 
us,  and  we  do  have  important  differences.  But  this  has  been  really 
one  of  the  extraordinary  examples  of  working  closely  together.  It 
has  been  a  pleasure  to  work  with  Senator  Hatch  and  others  in  this 
bipartisan  effort,  and  I  am  certainly  hopeful  that  we  can  continue 
on  that  tradition. 

Madam  Chairman,  I  will  put  my  statement  in  the  record,  but  I 
would  just  like  to  say  a  few  very  brief  words.  First  of  all.  Madam 
Chairman,  this  legislation  is  in  response,  as  Senator  Hatch  has 
pointed  out,  to  a  complex  challenge  that  was  presented  to  this 
country  in  a  variety  of  different  ways  over  a  period  of  time,  but 
which  became  real  for  the  American  people  through  Ryan  White. 
I  think  many  of  us,  certainly  the  chair  and  Senator  Jeffords,  re- 
member when  we  passed  the  bill,  and  remember  Mrs.  White  sitting 
in  the  gallery  as  the  legislation  was  passed. 

Ryan  White,  as  Senator  Hatch  has  said,  was  an  extraordinarily 
brave  and  courageous  individual,  and  represented  the  scores  of 
Americans,  brothers,  sisters,  fathers,  mothers,  children,  friends  and 
loved  ones,  who  are  struggling  for  life  with  one  of  the  most  dev- 
astating diseases  that  has  ever  affected  humankind. 

This  legislation  is  not  the  cure.  By  itself,  it  is  not  "the  answer." 
But  it  is  a  reflection  of  a  nation  that  is  attempting  to  respond  to 
extraordinary  human  need.  By  supporting  those  in  local  commu- 
nities whose  love  and  attention  and  services  are  providing  essential 
programs  to  individuals  with  AIDS,  in  so  many  different  ways  and 
in  so  many  different  communities,  this  bill  is  making  a  difference. 

The  legislation  itself  focuses  on  areas  of  greatest  need.  It  is  a  bal- 
ance. It  focuses  on  where  the  greatest  needs  are  in  the  urban  areas 
and  also  recognizes  that  there  is  an  important  role  for  States  in 
meeting  those  areas  of  need  that  may  not  be  as  concentrated  in 
terms  of  numbers,  but  yet  real  human  needs. 

So  basically,  it  was  a  compromise  to  try  to  bring  what  we  consid- 
ered to  be  the  best  of  a  more  targeted  approach,  plus  also  a  rec- 
ognition that  the  States  can  play  an  important  role. 

And  second,  this  is  not  an  entitlement.  I  know  that  as  we  go 
through  this  process,  there  will  be  people  who  say  that  not  all  indi- 
viduals with  AIDS  are  benefiting  equally  from  this  program.  This 
is  not  health  insurance,  as  mucn  as  I  would  like  to  have  it,  for 
those  with  HIV  and  AIDS.  That  is  not  the  underlying  scope.  And 
it  is  not  an  entitlem.ent.  That  is  not  the  underlying  scope.  We  do 
not  have  all  of  the  resources  which  are  necessary  to  do  that.  This 
is  a  targeted  discretionary  program. 

What  we  can  do  is  take  very  limited  resources — and  they  are 
woefully  inadequate  given  the  dimension  and  the  expansion  of  this 
problem — and  given  the  increased  knowledge  that  we  have  about 
how  to  care  for  individuals  with  AIDS,  and  to  hopefully  do  it  in 
harmony  with  the  research  being  done  at  NIH  and  the  work  being 
done  by  the  pharmaceutical  companies.  I  know  Dr.  Lee  is  here,  who 
is  the  coordinator  of  the  AIDS  programs  at  HHS.  But  the  focus  and 
attention  today  is  on  the  caring. 


6 

Certainly  Senator  Hatch  and  I  have  fought,  struggled,  to  make  | 
sure  we  would  have  some  funding.  It  is  a  very  modest  program 
when  you  look  at  it,  but  it  does  make  an  extraordinary  difference. 

I  just  want  to  say  that  I  for  one  look  forward  to  working  with  ( 
you.  Madam  Chairman,  and  the  other  members  of  the  committee, 
and  working  with  the  General  Accounting  Office,  looking  at  their 
recommendations  and  suggestions  as  to  how  we  can  maximize  this  ' 
program.  But  I  would  certainly  hope  that  we  could  reflect  in  this 
legislation  the  strong  sense  of  caring  that  is  a  part  of  our  common 
experience  as  human  beings,  and  reauthorize  and  fund  this  pro-  ; 
gram  in  a  way  that  provides  some  help  and  assistance  to  those  who 
have  this  horrendous  disease.  And  I  would  hope  that  even  after  we  i 
move  forward  with  the  legislation,  that  all  of  us  will  understand 
the  importance  of  our  continued  effort  in  the  other  areas  as  well, 
and  support  those  efforts. 

I  would  like  to  submit  my  complete  statement  for  the  record, 
Madam  Chairman. 

The  Chairman.  Thank  you.  It  will  be  made  a  part  of  the  record. 

[The  prepared  statement  of  Senator  Kennedy  follows:] 

Prepared  Statement  of  Senator  Kennedy 

This  morning,  the  committee  once  again  considers  one  of  the 
most  serious  health  challenges  facing  our  Nation — the  AIDS  epi- 
demic. 

For  nearly  15  years,  America  has  been  struggling  with  the  dev- 
astating effects  of  AIDS.  More  than  a  million  of  our  fellow  citizens 
are  HIV  infected  and  AIDS  has  now  become  the  leading  killer  of 
young  Americans  ages  25-44.  AIDS  is  taking  our  brothers  and  sis- 
ters, our  children  and  parents,  our  friends  and  loved  ones — all  in 
the  prime  of  their  lives. 

More  than  400,000  Americans  have  been  diagnosed  with  AIDS- — 
over  half  have  already  died — and  the  epidemic  marches  on 
unabated. 

As  each  new  individual,  family,  and  community  experiences  the 
realities  of  this  disease — it  becomes  clearer  and  clearer  that  in  a 
very  real  way,  we  are  all  living  with  AIDS.  A  friend  of  a  friend 
dies,  a  neighbor  or  coworker  gets  sick,  the  wait  list  to  see  a  doctor 
at  the  community  clinic  grows  longer.  As  the  crisis  continues  year 
after  year,  it  has  become  more  and  more  difficult  for  anyone  to 
claim  that  AIDS  is  someone  else's  problem. 

With  each  passing  day,  more  of  our  citizens  must  confront  this 
challenge — endure  this  loss — and  learn  to  live  again.  This  epidemic 
has  cost  our  Nation  immeasurable  talent  and  energy  from  young 
and  promising  lives  struck  down  long  before  their  time.  In  the  spir- 
it that  has  made  America  America — we  pledge  to  persevere  in  our 
efforts  to  provide  human  care  and  support  for  those  caught  in  the 
epidemic's  path. 

Nearly  5  years  ago,  in  the  name  of  Ryan  White  and  countless 
other  Americans  who  had  lost  their  battle  against  AIDS — Congress 
passed  and  President  Bush  signed  into  law,  the  Comprehensive 
AIDS  Resources  Emergency  Act.  The  CAJRE  Act  was  a  landmark  of 
bipartisan  cooperation  and  effective  Federal  leadership.  Today  it 
provides  emergency  relief  for  cities  hardest  hit  by  the  AIDS  epi- 
demic, and  funding  for  all  States  to  provide  health  care,  early 
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intervention,  and  support  services  for  individuals  and  families  with 
HIV  disease  in  both  urban  and  rural  areas. 

In  Boston,  the  CARE  Act  has  dramatically  increased  the  access 
to  essential  services.  Because  of  Ryan  White,  15,000  individuals  re- 
ceive primary  care,  8,000  receive  dental  services,  9,000  receive 
mental  health  services — and  700  receive  case  management  and  nu- 
tritional supplements.  These  services  have  decreased  hospitaliza- 
tions and  are  making  an  extraordinary  difference  in  peoples  lives. 

I  applaud  Senator  Kassebaum  for  her  commitment  to  launching 
this  committee's  efforts  to  reauthorize  this  legislative  lifeline.  Much 
has  changed  since  1990 — but  the  brutality  of  the  epidemic  remains 
the  same.  When  we  began,  only  16  cities  qualified  for  "disaster  re- 
lief. In  the  past  5  years,  that  number  has  more  than  tripled — and 
by  next  year  it  will  have  quadrupled. 

But  this  crisis  is  not  limited  to  major  urban  centers.  Caseloads 
are  now  growing  in  small  towns  and  rural  communities,  along  the 
coasts  and  in  America's  heartland.  From  Weymouth  to  Witchita 
to — no  community  will  avoid  this  epidemic's  reach. 

In  the  original  epicenters — the  AIDS  toll  continues  to  mount — 
and  in  many  ways,  the  worst  is  yet  to  come.  In  San  Fransisco — 
1  in  every  4  men  will  die  of  AIDS.  In  New  York  City,  more  people 
will  lose  their  lives  to  AIDS  than  all  those  who  fell  in  all  American 
wars.  But  the  battleground  has  expanded  to  ever  new  territory — 
threatening  new  areas  of  the  country  and  new  segments  of  our  soci- 
ety. AIDS  truly  does  not  discriminate. 

In  a  new  and  different  way,  we  are  once  again  being  called  to  the 
frontier  of  battle — in  a  fight  for  the  lives  of  hundreds  of  thousands 
of  our  fellow  citizens. 

These  realities  challenge  us  to  move  forward  without  dividing,  to 
reach  out  without  forgetting,  and  to  expand  without  excluding. 
These  are  difficult  goals — goals  we  will  only  accomplish  by  finding 
common  ground.  We  cannot  afford  to  seek  quick  fixes  that  pit  those 
in  need  against  each  other — or  that  sound  good  in  theory  but  will 
not  work  in  practice.  We  must  listen  to  those  on  the  frontlines  who 
for  years  have  struggled  to  provide  hope — often  with  far  too  little 
help  from  government.  We  must  support  their  efforts  and  not  tie 
their  hands. 

Bumper  sticker  slogans  are  rarely  viable  solutions  to  complex 
real  world  problems.  The  Congress  and  the  AIDS  community  must 
put  aside  political,  geographic  and  institutional  differences  to  face 
these  challenges  squarely  and  successfully. 

The  CARE  Act  provides  a  sound  foundation  on  which  to  build 
that  unity.  The  Reagan  and  Bush  AIDS  Commissions  both  made 
recommendations  that  formed  the  basis  for  this  bipartisan  legisla- 
tion. The  presence  here  this  morning  of  my  friend  and  this  act's  co- 
author. Senator  Orrin  Hatch  is  a  tribute  to  both  him  and  the  effort. 

Hundreds  of  health,  social  service,  labor  and  religious  organiza- 
tions helped  to  shape  this  act's  provisions  and  have  made  it's  prom- 
ise a  reality.  It  has  been  praised  by  mayors,  county  executives,  and 
governors  as  well  as  local  and  State  AIDS  directors  and  health  offi- 
cers. It  has  required  all  levels  of  government  to  join  together  in 
providing  services  and  resources.  And  success  stories  of  collabora- 
tion and  coordination  are  now  plentiful. 
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And  perhaps  most  importantly,  community-based  AIDS  service 
organizations  and  people  living  with  HIV  have  all  had  critically  im- 
portant roles  in  the  development  and  implementation  of  these  hu- 
mane and  cost  effective  service  delivery  network  responsive  to  lo- 
cally defined  needs. 

As  we  will  hear  today,  although  the  resources  available  fall  far 
short  of  meeting  the  ever  growing  need — the  CARE  Act  is  working. 
It  has  provided  life  saving  care  and  support  to  hundreds  of  thou- 
sands of  individuals  and  families  affected  bv  HIV  and  AIDS. 
Through  its  unique  structure,  it  has  quickly  and  efficiently  directed 
assistance  to  those  who  need  it  most. 

The  Ryan  White  Act,  however,  is  about  more  than  Federal  funds 
and  health  care  services.  It  is  also  about  caring  and  the  American 
tradition  of  reaching  out  to  people  who  are  suffering  and  in  need 
of  help.  Ryan  White  would  be  proud  of  what  has  happened  in  his 
name.  His  example,  and  the  hard  work  of  so  many  others,  are 
bringing  help  and  hope  to  our  American  family  with  AIDS. 

As  our  witnesses  will  testify  this  morning,  we  are  finally  doing 
some  things  right.  Let's  remember  that  as  we  seek  to  take  what  is 
good  and  make  it  even  better. 

The  Chairman.  We  appreciate  very  much  both  of  you  making 
comments  as  we  start  this  hearing. 

We  are  always  pleased  to  welcome  Senator  Hatch  back  to  his  old 
committee.  I  think  it  is  very  fitting  that  both  of  you  spoke  on  behalf 
of  this  legislation,  because  you  both  had  a  great  deal  to  do  with  the 
shape  and  passage  of  it. 

Thank  you  very  much.  Senator  Hatch,  for  taking  the  time  to 
come  back  to  your  old  committee. 

Senator  Hatch.  Thank  you.  Madam  Chair.  It  is  a  pleasure  for 
me.  Thank  you  so  much. 

Opening  Statement  of  Senator  Kassebaum 

The  Chairman.  This  morning,  we  begin  the  reauthorization  proc- 
ess for  the  Ryan  White  CARE  Act.  As  has  been  stated,  it  was 
passed  5  years  ago  and  has  proven  to  be  important  legislation  in 
providing  support  for  those  with  HIV  disease  and  AIDS. 

However,  as  we  will  learn  this  morning,  the  face  of  the  HIV  epi- 
demic was  changed  since  the  CARE  Act  was  first  authorized  in 
1990.  Once  primarily  a  coastal  urban  area  problem,  the  HIV  epi- 
demic now  reaches  to  the  smallest  and  most  rural  ares  of  this  coun- 
try. 

As  the  committee  considers  revisions  to  the  CARE  Act,  I  believe 
it  is  important  that  adjustments  be  made  to  take  these  changes 
into  account. 

Our  first  panel  of  witnesses  will  offer  the  committee  a  view  of  the 
CARE  Act  from  the  perspective  of  those  who  have  direct  experience 
with  its  programs,  either  as  individuals  with  HIV  and  their  fami- 
lies or  as  service  providers.  I  believe  these  witnesses  can  offer  some 
important  insights  about  the  current  operation  of  Ryan  White  pro- 
grams and  about  the  changing  face  of  the  epidemic. 

We  will  also  be  hearing  from  representatives  of  the  General  Ac- 
counting Office,  who  will  discuss  their  findings  regarding  the  large 
disparities  and  inequities  in  the  current  distribution  of  CARE  Act 
funding.  They  will  present  recommendations  regarding  funding  for- 
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mula  changes  which  might  better  address  the  needs  of  those  indi- 
viduals with  HIV  disease  and  AIDS  Hving  in  cities  and  States 
where  current  Ryan  White  services  are  hmited. 

I  reaHze  that  formula  changes  inevitably  lead  to  tensions  be- 
tween winners  and  losers;  that  is  always  very  true  when  we  get 
into  any  legislation  that  involves  a  formula  change.  I  would  hope, 
that  we  can  approach  the  question  of  funding  distribution,  with  a 
view  toward  making  assistance  available  where  it  is  most  needed 
by  individuals.  This  is  what  we  all  care  about  as  we  meet  here 
today. 

To  the  extent  that  the  needs  have  changed,  then  the  law  should 
change  as  well. 

I  look  forward  to  those  who  will  be  participating  today  and  all 
those  who  have  input  in  this  very  important  legislation. 

I  would  like  to  call  the  first  panel  forward  now.  We  welcome  Mr. 
Curtis,  Mrs.  Blake,  Ms.  Wyman,  and  Dr.  Sweet. 

I  would  like  to  ask  Senator  Jeffords  to  introduce  the  first  wit- 
ness, Mr.  Curtis  from  Vermont. 

Senator  Jeffords.  Thank  you,  Madam  Chairman,  for  holding 
this  hearing  on  the  reauthorization  of  this  very  important  program. 

As  you  and  Senators  Hatch  and  Kennedy  nave  pointed  out,  the 
incidence  of  AIDS  and  the  need  for  the  Ryan  White  CARE  Act,  far 
from  abating,  are  increasing.  The  AIDS  epidemic  is  spreading.  It 
is  no  longer  confined  to  certain  populations  or  geographical  loca- 
tions, but  is  now  clearly  affecting  rural  as  well  as  urban  areas, 
women  and  children  as  well  as  men. 

I  became  aware  of  the  AIDS  problem  in  Vermont  in  the  early 
1980's,  when  the  mother  of  one  of  my  staff  people  died  of  AIDS. 
Thus,  we  have  known  for  some  time  that  it  is  certainly  not  a  prob- 
lem which  is  restricted  to  the  urban  areas. 

Any  of  us  who  previously  felt  confident  and  untouched  by  HIV 
because  AIDS  affected  "other  people"  must  now  reexamine  those 
assumptions.  Soon  we  will  all  have  friends  whose  lives  have  been 
touched  by  this  disease.  I  want  to  introduce  the  committee  to  one 
of  mine. 

David  Curtis  and  I  have  known  each  other  over  30  years.  In  the 
early  sixties,  we  started  our  legal  careers  together,  clerking  in  the 
law  firm  of  A.  Pearley  Feen  in  Burlington,  VT.  Since  then,  David 
has  been  a  dedicated  and  accomplished  lawyer,  advocate  and  public 
servant. 

As  our  careers  progressed,  there  have  been  several  parallels. 
While  he  served  in  the  State  of  Vermont  in  its  House  of  Represent- 
atives, I  served  in  the  State  Senate.  He  worked  as  Defender  Gen- 
eral, I  as  Attorney  General.  He  also  contributed  to  the  State  in 
many  other  official  and  volunteer  capacities.  I  have  great  respect 
for  his  intellect,  his  integrity,  and  his  dedication  to  public  service. 

David  is  currently  chair  of  the  board  of  Vermont  CARES,  the 
largest  AIDS  service  organization  in  Vermont.  He  can  tell  us  about 
the  disease  and  its  spread  in  a  rural  State.  He  can  tell  us  about 
the  difficulties  of  providing  services  to  people  who  live  tens  and 
sometimes  hundreds  of  miles  apart.  He  can  tell  us  what  the  Ryan 
White  CARE  Act  does  to  help  Vermonters  living  with  HIV  and 
AIDS,  as  well  as  what  more  could  be  done  by  increased  funding. 
And  he  can  tell  us  what  it  is  like  for  him  to  live  with  AIDS. 
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David,  I  am  so  pleased  to  have  you  here,  and  I  am  sincerely  dedi- 
cated to  all  you  have  done  and  thank  you  for  what  you  have  done 
for  Vermont  and  the  AIDS  community  in  Vermont. 

The  CHAraMAN.  Thank  you. 

Mr.  Curtis,  maybe  I  will  introduce  the  rest  of  the  panel,  and  then 
we  will  come  back  to  you  for  your  statement. 

It  is  a  pleasure  also  to  welcome  on  this  panel  Mrs.  Erie  Blake, 
who  is  the  mother  of  an  adolescent  with  AIDS,  who  is  from  Colum- 
bia, OH. 

Senator  DeWine,  did  you  wish  to  introduce  Mrs.  Blake? 

Senator  DeWine.  Thank  you,  Madam  Chairman,  very  much.  I 
will  be  very  brief 

I  am  very  honored  to  introduce  to  the  committee  today  Erie 
Blake,  who  is,  as  you  pointed  out,  from  Columbia  County,  OH.  She 
has  been  an  elementary  school  secretary  for  over  2  decades.  She 
and  her  husband,  Dan,  and  daughter.  Holly,  are  really  like  the 
family  next  door.  Their  family,  though,  has  suffered  a  very  horrible 
and  personal  tragedy. 

Erie  Blake  has  taken  the  story  of  that  tragedy  to  the  American 
people.  She  is  here  with  us  today  to  tell  the  story  of  her  daughter, 
Krista,  in  the  hope  that  Krista's  story  will  help  America  deal  with 
AIDS. 

She  has  in  the  past  told  America  about  her  family's  experience 
because  she  wants  their  experience  to  truly  make  a  difference  for 
others. 

As  we  in  Congress  discuss  the  national  AIDS  policy  and  specifi- 
cally discuss  this  reauthorization,  we  will  do  very  well  to  bear  in 
mind  the  moving  and  compelling  story  of  Krista  Blake  and  her 
family. 

We  welcome  you. 

The  Chairman.  Next  I  would  like  to  introduce  Ms.  Anna  Wyman, 
who  is  the  mother  of  a  child  with  AIDS,  from  Miami,  FL.  And  next. 
Dr.  Donna  Sweet,  who  is  a  professor  of  medicine  at  the  University 
of  Kansas  School  of  Medicine  in  Wichita,  and  most  importantly,  I 
think,  someone  who  has  devoted  her  time  not  only  to  medicine,  but 
to  compassionate  care.  She  is  regarded  throughout  Kansas  as  being 
quite  an  extraordinary  person  working  with  the  AIDS  community. 

Welcome,  Dr.  Sweet. 

Mr.  Curtis. 

STATEMENTS  OF  DAVID  W.  CURTIS,  ATTORNEY  AT  LAW, 
CHAIR,  VERMONT  COALITION  FOR  AIDS  RESEARCH,  EDU- 
CATION AND  SERVICES,  BURLINGTON,  VT;  ERLE  BLAKE, 
MOTHER  OF  AN  ADOLESCENT  WITH  AIDS,  COLUMBIANA,  OH; 
ANNA  WYMAN,  MOTHER  OF  A  CHILD  WITH  AIDS,  MIAMI,  FL; 
AND  DR.  DONNA  E.  SWEET,  PROFESSOR  OF  MEDICINE,  UNI- 
VERSITY OF  KANSAS  SCHOOL  OF  MEDICINE,  WICHITA,  KS 

Mr.  Curtis.  Thank  you.  Madam  Chairman,  and  thank  you,  Jim, 
for  your  comments. 

I  appreciate  the  opportunity  to  appear  here  before  your  commit- 
tee and  to  discuss  the  need  for  the  reauthorization  of  the  Ryan 
White  funds.  As  Senator  Jeffords  indicated,  my  experience  with 
AIDS  has  been  both  professional,  as  a  lawyer  representing  folks  in 
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Vermont  who  are  affected  by  HIV  and  AIDS,  and  also  as  chair  of 
the  board  of  directors  of  Vermont  CARES. 

From  a  more  personal  standpoint,  and  my  primary  interest  in 
being  here  today  is  based  upon  the  fact  that  I  have  been  HIV-posi- 
tive and  have  known  that  for  a  number  of  years,  and  in  December 
of  last  year  was  diagnosed  as  having  AIDS. 

So  I  would  like  to  share  with  you  just  on  a  personal  level — ^you 
have  my  statement  which  is  part  of  the  record — but  I  would  like 
to  share  with  you  on  a  personal  level  some  of  the  problems  that 
people  have  with  HIV  and  AIDS  in  Vermont. 

Now,  I  do  not  pretend  and  certainly  could  not  be  considered  to 
be  representative  of  folks  in  Vermont  who  have  AIDS  and  are  in- 
fected with  HIV.  I  am  very  fortunate.  I  have  a  family.  I  have  three 
adult  children  who  are  very  supportive  of  me.  I  have  colleagues  in 
my  law  office  who  have  over  the  years  tolerated  my  inability  to 
work  as  well  as  I  did  5  years  ago.  I  have  resources  that  make  my 
life  comfortable,  and  I  expect  tha;,  my  life  will  be  comfortable  for 
the  duration  of  this  disease. 

Most  people  in  Vermont  are  not  in  that  situation.  Most  people  in 
Vermont  with  HIV  and  AIDS  in  fact  are  low-income  folks.  A  survey 
by  the  HIV  Consortium,  for  example,  indicates  that  at  least  60  per- 
cent of  the  people  with  HIV  and  AIDS  in  Vermont  earn  less  than 
$1,000  a  month. 

With  that  in  mind,  it  is  relevant  to  note  that  yesterday,  before 
I  left  Burlington  to  come  down  here,  I  mailed  in  to  my  insurance 
companv  a  reimbursement  claim  for  my  medication.  And  mv  medi- 
cation for  the  first  6  weeks  of  1995  amounted  to  almost  $700;  it 
was  $694  for  medication  alone.  That  does  not  included,  for  exam- 
ple, lab  tests  and  doctors,  or  anything  else.  It  is  just  medication  on 
some  level.  You  use  up  your  deductible  awfully  quickly  that  way, 
frankly.  But  for  those  people  who  are  low-income  and  do  not  have 
the  resources  and  the  advantages  that  I  have,  that  is  a  significant 
problem,  and  it  is  one  with  which  we  have  to  deal  every  day  in 
rural  Vermont,  and  we  deal  with  it  in  Vermont  CARES. 

Another  problem  where  I  am  fortunate  is  that  I  have  ready  ac- 
cess to  excellent  medical  care.  I  live  5  minutes  away  from  the  medi- 
cal center,  and  that  is  an  advantage.  If,  however,  I  lived,  in 
Richford,  VT,  it  would  be  an  hour's  drive  for  me  to  get  to  the  com- 
prehensive care  clinic,  which  is  the  nearest  care  facility  dedicated 
to  HIV  and  AIDS.  And  Senator  Kassebaum,  I  lived  out  in  South 
Dakota  for  a  couple  of  years,  and  I  did  not  think  anything  about 
driving  60  miles  to  see  my  doctor  when  I  lived  out  there.  Today, 
however,  if  T  were  to  drive  that  60  miles,  I  would  probably  have 
to  stop  and  rest  a  couple  of  times — I  know  I  would,  because  I  do 
it  when  I  drive  from  Burlington  outside  of  Burlington.  I  have  to 
stop,  and  I  have  to  rest,  take  a  nap.  I  have  to  figure  that  into  my 
schedule  before  I  leave.  That  is  a  result  of  the  AIDS. 

And  again,  I  am  fortunate  because  I  have  the  ability  to  travel. 
Vermont  does  not  have  public  transportation;  we  do  not  have  any 
of  those  public  transportation  facilities  available.  If  you  do  not  have 
a  car — and  many  of  our  clients  do  not — ^you  are  in  big  trouble. 

We  have  a  client  at  Vermont  CARES,  for  example,  who  lives  3 
hours  away  from  where  we  are,  or  any  other  AIDS  service  organi- 
zation, ana  it  is  a  major  problem  for  him.  He  lives  with  his  mother. 
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and  they  have  no  way  to  get  around.  And  in  the  wintertime,  frank- 
ly, that  becomes  an  even  greater  problem. 

As  you  know,  and  as  Senator  Kennedy  and  Senator  Hatch  both 
commented,  AIDS  is  a  disease  that  can  strike  anyone,  whether  it 
be  a  white,  Anglo-Saxon,  Protestant  lawyer  like  me,  or  whether  it 
be  women,  children,  or  people  of  color.  This  is  something  that  you 
need  to  consider.  It  is  also  expanding  and  growing  in  rural  areas 
such  as  Vermont,  and  that  is  a  problem  that  we  need  to  deal  with 
as  well. 

My  experience  in  Vermont  has  been  that  the  majority  of  people 
with  AIDS,  as  I  said  earlier,  are  considerably  less  advantaged  than 
I  am,  and  I  would  ask  you  to  seriously  consider  those  people  in 
your  deliberations  and  the  reauthorization  of  this  Act. 

Thank  you. 

The  Chairman.  Thank  you  very  much,  Mr.  Curtis. 
[The  prepared  statement  of  Mr.  Curtis  follows:] 

Prepared  Statement  of  David  W.  Curtis 

My  name  is  David  Curtis.  I  live  in  Burlington,  VT  and  have  been  an  attorney 
since  October,  1963.  I  have  practice  law  in  Vermont,  Tennessee,  and  South  Dakota. 
As  my  resume  indicates,  I  have  been  fortunate,  over  the  years,  to  have  had  the  op- 
portunity to  be  involved  in  my  projects  and  organizations  dedicated  to  improving  the 
quality  of  life  of  people  in  our  society  who  may  have  been  disadvantaged  by  cir- 
cumstances over  whicn  they  have  little  or  no  control. 

I  currently  serve  as  Chair  of  the  Board  of  Directors  of  Vermont  CARES,  one  of 
five  AIDS  Service  Organizations  (ASO)  in  the  State  of  Vermont.  CARES  is  the  old- 
est and  Largest  ASO  I  Vermont,  and  currently  serves  a  geographic  area  covering 
six  counties  and  approximately  58  percent  of  the  population  of  the  state.  I  have  been 
involved  with  the  organization  since  its  founding  in  1986,  have  served  on  its  Board 
of  Directors  since  1989,  and  have  been  Chair  of  the  Board  for  the  past  two  years. 

My  experience  in  working  with/for  Vermont  CARES  and  the  people  it  serves,  has 
been  both  the  most  rewarding  of  my  life  and,  at  the  same  time,  the  most  frustrating. 
It  has  been  rewarding  because  I  nave  been  able  to  participate  in  the  coming  to- 
gether of  a  diverse  Community  of  Vermonters  dedicated  to  meeting  the  numerous 
challenges  faced  by  people  with  HIV/AIDS  and  frustrating  because  of  the  continuing 
lack  of  resources  available  to  meet  those  CHALLENGES. 

I  suspect  that  my  experience  has  also  been  influenced  by  the  fact  that  I  have 
known  that  I  was  HIV  positive  since  1991  and  have  recently  been  diagnosed  as  hav- 
ing AIDS.  I  know,  however,  that  my  personal  experience  as  a  person  living  with 
HIV/AIDS  has  not  been  typical  of  the  experiences  of  most  Vermonter.  I  have  been 
most  fortunate  to  have  three  adult  children  who  have  all  been  extremely  supportive 
since  learning  of  my  HIV  status.  My  colleagues  in  my  law  office  have  been  equally 
supportive  and  I  have  a  number  of  friends  who  continuously  evidence  their  caring 
and  concern.  I  am  able  to  have  excellent  medical  and  dental  care  which  is  readily 
available  to  me  and  am  not  faced  with  making  choices  between  basic  necessities  of 
life  such  as  housing  or  food  and  medication.  Finally,  perhaps  because  of  my  status 
in  the  community,  I  am  not  faced  with  the  prospect  of  on-going,  continuous  discrimi- 
nation which  00  :any  Vermonters  experience,  bat  of  the  people  served  by  Vermont 
CARES  are  not  so  fortunate. 

The  conseauences  of  many  various  factors,  the  rural  nature  of  Vermont,  the  low 
incidence  of  HIV/AIDS  in  absolute  terms,  the  increasing  diversity  of  the  HIV/AIDS 
population,  and  a  significant  lack  of  resources  creates  numerous  problems  for  people 
with  HIV/AIDS.  Our  impression  is  that  the  most  significant  of  those  problems  are 
access  to  information  regarding  HIV/AIDS  services,  access  to  adequate  health  care, 
preservation  of  confidentiality  and  housing.  I  would  like  to  address  those  issues  in 
that  order. 

A.  ACCESS  TO  information 

In  1993,  the  Vermont  HIV/AIDS  Care  Consortium  Conducted  an  assessment  of 
care  needs  of  people  living  with  HIV/AIDS.  The  result  of  that  survey  indicated  that 
at  the  time  they  received  a  positive  HIV  test  result,  the  individuals  surveyed  also 
received  general  information  about  HIV  (67  percent)  and  treatment  (58  percent). 
However,  less  than  half  received  any  type  of  (Jounseling  (42  percent)  or  information 
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on  support  services  (42  percent)  or  hot  lines  (41  percent).  Only  24  percent  received 
any  information  on  financial  assistance.  For  people  in  some  of  the  more  isolated 
areas  of  Vermont,  this  can  be  a  major  problem.  Only  recently,  we  became  aware  of 
a  couple,  both  of  whom  had  tested  positive  for  HIV,  living  in  a  remote  area  of  the 
state,  who  were  unaware  of  the  services  provided  by  their  local  ASO.  Unfortunately, 
based  upon  our  experience,  we  believe  that  this  is  not  an  isolated  case. 

B.  ACCESS  TO  ADEQUATE  HEALTH  CARE 

Two  major  factors  seem  to  inhibit  the  access  to  adequate  health  care  of  people 
with  HIV/AIDS.  The  first  of  these  is  transportation  an  the  second  is  the  lack  of 
health  care  professionals  experienced  in  treating  HIV/AIDS.  Problems  surrounding 
the  lack  of  confidentiality  are  also  a  factor,  but  will  be  discussed  later.  59  percent 
of  the  patients  responding  to  a  questionnaire  mailed  to  clients  of  the  Comprehensive 
Care  Clinic  reported  that  they  traveled  one  hour  or  greater  for  their  health  care. 
While  75  percent  of  the  respondents  to  the  questionnaire  felt  that  it  was  important 
to  live  in  the  same  area  as  they  receive  their  health  care,  the  main  reasons  patients 
sought  health  care  outside  their  own  community  were  that  no  health  are  was  avail- 
able (55  percent)  and  the  perception  that  local  physicians  lacked  expertise  (37  per- 
cent). Because  Vermont  does  not  have  a  public  transportation  system,  Vermont 
CARES  has  found  it  necessary  to  attempt  to  fill  this  need,  usually  through  volun- 
teer services. 

The  lack  of  health  care  professionals  experienced  in  treating  HIV/AIDS  appears 
also  to  be  a  function  of  the  rural  nature  of  tne  state.  A  survey  of  Vermont  physicians 
in  1991  showed  that  only  38.6  percent  of  physicians  had  seen  a  patient  with  HIV/ 
AIDS.  Of  the  97  physicians  who  had  seen  a  patient  with  HIV/AIDS,  only  23  had 
ordered  CD4  lymphocyte  counts  which  are  an  essential  element  of  diagnosis  and 
treatment  of  HIV/AIDS  disease.  The  survey  results  suggest  that  few  Vermont  pri- 
mary care  physicians  are  seeing  patients  with  HIV/AIDS  and  even  fewer  are  experi- 
enced in  HIV/AIDS  care. 

Fortunately,  the  Comprehensive  Care  Clinic  has  recently  received  a  grant  from 
Rvan  White  funds  which  will  support  establishment  of  satellite  clinics  in  other  areas 
of  the  state.  Those  satellite  clinics  will  provide  experienced  health  care  professionals 
in  specific  areas  of  the  state  and  also  provide  education  and  training  for  other  prac- 
titioners. They  will  also  alleviate  some  of  the  transportation  problems  that  our  cli- 
ents face,  but  again,  because  of  the  rural  nature  of  the  state,  may  clients  will  still 
be  required  to  travel  significant  distances  to  obtain  necessary  health  care. 

C.  PRESERVATION  OF  CONFIDENTIALITY 

Given  the  rural  nature  of  the  state  and  the  low  numbers  of  HIV/AIDS  cases,  it 
is  essential  that  people  infected  with  the  virus  be  able  to  preserve  whatever  con- 
fidentiality or  anonymity  they  may  require.  Disclosure  of  one  s  HIV/AIDS  statue  can 
have  serious  consequences  when  you  are  the  only  person  in  the  town  or  county  who 
is  HIV  positive  or  has  AIDS.  For  this  reason,  the  Vermont  Department  of  Health 
does  not  polish  statistics  showing  the  incidence  of  HIV/AIDS  by  county.  In  one  in- 
stance, for  example,  it  was  rumored  that  a  resident  of  the  county  was  diagnosed  as 
having  AIDS.  Some  people  apparently  decided  (correctly,  in  fact)  that  a  client  of 
Vermont  CARES  was  that  person.  As  a  result,  that  person  was  subjected  to  verbal 
and  physical  harassment  and  his  apartment  building  was  set  on  fire.  We  have  also 
had  numerous  instances  of  clients  who  have  lost  their  jobs  and  housing  when  it  be- 
came apparent  that  they  were  HIV  positive  or  had  AIDS.  Our  experience  has  shown 
that  the  fear  of  disclosure  HIV  status,  whether  intentional  or  inadvertent,  has  pre- 
vented people  from  seeking  health  care  and  other  services,  including  support  serv- 
ices from  ASOs  such  as  Vermont  CARES.  The  fact  that  the  Vermont  CARES  offices 
in  Burlington  were  destroyed  in  June,  1994,  as  a  result  of  an  arsonist's  fire,  has 
served  to  increase  the  Justifiable  concern  that  many  of  our  clients  feel. 

D.  HOUSING 

In  1994,  the  Vermont  HIV/AIDS  Care  Consortium  conducted  an  assessment  of 
housing  needs  for  Vermonters  living  with  HIV/AIDS.  About  one-third  of  the  people 
participating  in  that  assessment  reported  that  they  had  been  homeless  at  one  time. 
The  conclusions  of  the  survey  pointed  to  several  specific  needs  of  Vermonters  living 
with  HIV/AIDS.  First,  these  Vermonters  are  generally  living  on  low  incomes  and 
often  need  financial  assistance  to  maintain  their  own  housing.  Second,  the  respond- 
ents reported  concerns  about  making  their  homes  accessible.  Third,  a  large  propor- 
tion of  respondents  felt  at  risk  of  losing  their  current  housing  situation  and  fourth, 
the  results  indicated  a  future  need  for  home-based  care  service.  Our  experience  at 
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Vermont  CARES  indicates  that  the  need  for  financial  assistance  is  essential  for 
those  living  with  HIV/AIDS. 

Vermont  has  been  fortunate  that,  in  terms  of  absolute  numbers,  we  do  not  have 
a  large  number  of  reported  cases  of  AIDS.  As  of  December,  1984  the  Vermont  De- 
partment of  Health  reported  two  such  cases.  By  October,  1994,  that  figure  had  risen 
to  a  cumulative  total  of  222  reported  cases,  with  127  deaths.  Again,  while  the  abso- 
lute numbers  of  deaths  resulting  from  reported  cases  of  AIDS  does  not  appear  to 
be  groat,  in  relative  terms  it  becomes  significant  when  one  considers,  for  example, 
the  fact  that  in  1994  Vermont  experienced  six  (6)  homicides  for  the  entire  year. 

It  is  clear,  however,  that  the  number  of  reported  cases  does  not  accurately  reflect 
the  total  number  of  HIV/AIDS  cases  in  Vermont.  The  Comprehensive  Care  Clinic 
at  the  Fletcher  Allen  Health  Center  in  Burlington,  VT  is  the  only  Specialty  Referral 
Clinic  for  HIV/AIDS  in  the  state.  That  clinic  reports  that  during  the  12  month  pe- 
riod beginning  in  October,  1993  and  ending  in  October,  1994,  tney  saw  a  total  of 
202  difierent  patients  with  HIV/AIDS  diagnosis.  Since  1984,  the  Clinic  has  managed 
over  400  new  HIV/AIDS  patients.  It  appears,  then,  that  a  significant  number  of  in- 
dividuals have  migrated  into  the  state  after  having  been  diagnosed  with  AIDS  and 
therefore  did  not  contribute  to  the  Vermont  AIDS  statistics.  This  appears  to  be  con- 
sistent with  the  experience  of  some  other  rural  areas  in  the  United  States. 

The  experience  of  Vermont  CARES  is  consistent  with  that  of  the  clinic.  In  1993, 
we  served  85  individuals  who  have  a  specific  agreement  with  CARES  to  receive  case 
management  services,  whom  we  define  as  clients,  for  statistical  purposes.  In  1994, 
that  number  increased  to  103  persons.  In  1993  we  provided  other  direct  services  to 
616  persons  (individuals  with  HIV/AIDS,  family  and  friends)  and  in  1994  the  num- 
ber had  increased  to  905  persons.  For  reference,  please  refer  to  exhibits  A  &  B,  at- 
tached hereto. 

The  diversity  of  people  affected  by  HIV/AIDS  in  Vermont  has  also  changed  signifi- 
cantly over  the  years.  In  1986,  when  Vermont  CARES  was  organized,  allof  our  cli- 
ents were  white  gay  men.  In  December,  1994,  15  percent  of  our  clients  were  women. 
Of  the  202  patients  seen  in  the  Comprehensive  Care  Clinic  in  Burlington  reported 
above,  16.3  percent  were  women  and  63.7  percent  were  men. 

The  racial  diversity  of  people  affected  by  HIV/AIDS  has  also  changed.  The  racial 
breakdown  of  the  CAJIES  client:  in  December,  1994  is  as  follows: 
African   Americans — 15  percent 
Native    American — 3  percent 
Hispanic — 4  percent 


White/Non-Hispanic — 74  percent 
The  racial  breaKdown  reported  by  the  Comprehensive  Care  Clinic,  based  upon  180 
patients  with  known  race  demographics  during  1993-94  was: 
African   American — 8.9  percent 
Asian/Pacific    Is — 0.5  percent 
;  Am    Indian/Alaskan — 1.1  percent 
;  Hispanic — 2.2  percent 
White/Non-Hispanic — 86.6  percent 

It  is  noteworthy  that  people  of  color  represent  approximately  5  percent  of  the  pop- 
ulation of  the  state,  according  to  recent  estimates. 

Finally,  the  risk  factors  involved  with  exposure  to  HIV/AIDS  has  changed  signifi- 
cantly. As  I  stated  earlier,  during  the  early  stages  of  the  epidemic,  most,  if  not  all, 
of  the  people  infected  with  the  virus  in  Vermont  were  gay  men.  Vermont  CARES 
estimates  that  of  clients  seen  in  December,  1994,  95  PERCENT  fell  within  the  cat- 
egory of  men  who  have  sex  with  men  (msm)  and  69  percent  were  active  IV  drug 
users,  could  be  active  IV  drug  users,  and/or  were  in  recovery.  The  Comprehensive 
Care  Clinic  reported  in  its  review  of  patients  during  1993-94  the  following  esti- 
mates, based  upon  180  patients  with  known  risk  demographics: 

MSM— 53.6  percent 

IDU— 20.9  percent 

Blood   Products — 4.4  percent 

Heterosexual — 14.4  percent 

Unknown — 6.6  percent 

Vermont  is  one  of  those  states  that  has  received  the  minimum  grant  of  $100,000 
each  year  from  Ryan  White  CARE  funds.  In  1994,  $60,000  of  these  funds  were  set 
aside  to  provide  pharmaceutical  assistance.  $30,000  was  allocated  to  support  the 
HIV/AIDS  Care  (Consortium  and  $10,000  was  allocated  to  the  Vermont  Department 
of  Health  for  administrative  expenses  an  planning  purposes.  Because  of  the  small 
amount  of  Ryan  White  CARE  funds,  there  are  resources  available  to  support  the 
HIV/AIDS  Consortium  and  planning,  but  no  federal  resources  available  to  imple- 
ment the  Programs  or  plans  that  are  developed  in  Vermont,  as  a  result,  list  basic 
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services  for  people  with  HIV/AIDS  are  delivered  by  the  five  ASOs,  all  of  which  are 
community  based  organizations  dependent  upon  contributions  from  the  public,  vol- 
unteer services  and  a  small  appropriation  from  the  State,  None  of  the  ASOs  receive 
any  Ryan  White  CARE  fands. 

The  Ryan  White  CARE  Act  has  been  of  significant  benefit  to  people  living  with 
HIV/AIDS  in  the  United  States.  It  is  an  important  program  and  I  suggest  that  Con- 
gress should  re-authorize  the  program.  In  considering  re-authorization,  I  suggest 
also  that  some  adjustment  should  be  made  in  the  allocation  of  those  funds  in  order 
to  more  adequately  provide  services  to  those  people  affected  with  HIV/AIDS  in  rural 
areas.  I  do  not  suggest  that  rural  areas  should  benefit  at  the  expense  of  urban 
areas,  for  the  needs  of  people  with  AIDS  is  substantial,  regardless  of  where  they 
might  live.  However,  there  are  significant  difierences  in  the  ability  to  provide  serv- 
ice. Economies  of  scale  are  only  one  of  those  differences.  In  urban  areas,  for  exam- 

f)le,  ASOs  are  able  to  provide  nutritional  counselling,  home  delivery  of  meals,  and 
egal  counselling  in  a  cost  effective  manner.  In  Vermont,  the  per  capita  cost  of  such 
services  would  be  greater,  although  the  benefits  that  would  accrue  to  our  clients  are 
similar.  Even  the  cost  of  providing  basic  services  would  appear  to  be  higher  in  rural 
areas.  In  metropolitan  areas,  a  client  can  visit  the  ASO  omce  without  fear  that  he 
or  she  sill  be  recognized  and  identified  as  a  person  with  AIDS.  In  Vermont,  the  lack 
of  anonymity  and  potential  for  loss  of  Confidentiality  is  a  very  real  barrier  to  provid- 
ing services  and,  consequently,  our  staff  often  must  travel  to  the  client's  home  in 
order  to  provide  services. 

Increasing  the  minimum  Ryan  White  CARE  Act  grant  to  rural  states  would  have 
a  positive  impact  on  Vermont  and  the  lives  of  Vermonters  living  with  HIV/AIDS  not 
only  would  we  have  the  resources  to  do  the  planning  necessary  to  insure  that  people 
with  HIV/AIDS  receive  the  basic  services  that  they  need,  but  we  would  also  be  in 
a  position  to  implement  some  of  those  plans.  In  addition,  I  suggest  that  it  might 
be  appropriate  to  set  aside  an  additional  portion  of  the  CARE  Act  funds  to  be  dis- 
tributed as  grants  to  rural  areas  to  support  innovative  programs  and/or  on  the  basis 
of  need. 

Thank  you  for  this  opportunity  to  submit  my  comments  to  your  committee.  On 
behalf  of  all  Vermonters  and,  most  especially  those  of  us  affected  by  HIV/AIDS,  I 
appreciate  your  attention  and  consideration  oi  this  matter. 
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Direct  Services  (Case  Management) 


Exhibit  A 

Vermont  CARES 

Direct  Services  (Information/Referral) 
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The  Chairman.  Mrs.  Blake. 

Mrs.  Blake.  Good  morning.  I  also  would  like  to  thank  you  for  in- 
viting me  to  be  here  today. 

Your  daughter  walks  in  the  door  and  says,  "I  am  HIV-positive." 
How  can  this  be?  Your  daughter  does  not  use  i.v.  drugs;  she  is  an 
"A"  student;  she  is  not  gay,  and  she  is  not  promiscuous.  Believe 
me,  this  can  happen  to  you. 

I  live  in  Columbiana,  OH,  population  about  5,000,  with  my  hus- 
band of  24  years,  Dan,  and  our  19-year-old  daughter  Holly.  Holly 
is  here  with  me  today. 

On  April  25,  1994,  my  daughter  Krista,  9  days  after  her  22nd 
birthday,  died  of  Pneumocystis  carinii  pneumonia,  a  complication  of 
AIDS.  Like  you,  I  thought  AIDS  could  never  touch  me. 

My  beautiful,  blond-haired,  green-eyed  daughter  was  one  to  be 
proud  of  Since  she  cannot  be  here,  I  brought  her  picture  with  me. 

Krista  had  a  very  normal  childhood.  She  started  nursery  school 
at  age  3.  Her  love  of  learning  and  books  began  and  never  stopped. 
Krista  loved  an  intellectual  challenge.  Her  mind  never  stopped 
turning,  and  her  quest  for  knowledge  was  nonstop. 

Krista's  formal  academic  career  began  at  Joshua  Dixon  Elemen- 
tary School,  in  Mrs.  Gibson's  kindergarten.  Krista  was  a  member 
of  the  National  Honor  Society,  scorekeeper  for  the  boys'  varsity 
baseball  team,  editor  of  the  school  newspaper,  president  of  her  4- 
H  Club.  She  loved  to  read,  ride  horses,  and  go  shopping. 

She  was  a  normal  teenager.  She  dated.  She  lied  to  her  parents, 
tried  to  get  away  with  everything  she  could,  knowing  she  would 
pay  the  consequences  if  she  got  caught. 

Krista  was  the  student  that  teachers  asked  to  do  extra  for  them. 
They  knew  it  would  get  done.  She  was  a  responsible  person. 

June  1990  brought  high  school  graduation.  Youngstown  State 
University  was  Krista's  next  academic  challenge.  Armed  with 
scholarships  to  pay  for  her  first  year  of  tuition,  Krista  began  class- 
es in  September  of  1990,  majoring  in  education,  with  the  goal  of 
being  a  special  education  teacher. 

Severe  back  pain  took  Krista  to  an  arthritis  specialist.  After  sev- 
eral blood  tests  to  rule  out  arthritis,  an  immune  system  problem 
was  discovered.  The  first  step  was  an  HIV  test,  just  to  rule  that 
out,  because  nobody  thought  that  could  possibly  be  it.  There  was 
no  need  to  go  any  further,  though.  The  test  came  back  positive. 

A  painful  and  soul-wrenching  journey  began.  On  October  11, 
1990,  our  family  doctor  sat  down  with  Krista  and  me,  with  the  task 
of  telling  us  that  Krista  was  HIV-positive.  Tears  were  in  his  eyes, 
and  his  voice  shook.  Krista  was  shocked.  Her  immediate  reaction 
was:  I  want  to  go  somewhere,  see  some  places,  meet  some  people. 
I  have  never  been  outside  of  Columbia.  Mom  cried.  I  was  sure 
Krista  was  going  to  die  immediately  or  be  bed-ridden  for  years. 

I  felt  helpless.  Mom  was  supposed  to  be  able  to  fix  everything, 
heal  the  boo-boo.  I  could  not  do  it  this  time. 

After  the  initial  shock,  Dad's  reaction  was  to  read  everything  he 
could  about  HIV  and  AIDS.  Krista  needed  to  know  how  she  got  in- 
fected. She  had  never  used  i.v.  drugs,  and  her  boyfriend,  who  was 
a  hemophiliac,  told  her  he  was  not  infected.  "I  am  not  gay,"  was 
his  response  to  her  question  regarding  his  HIV  status. 
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We  learned  later  that  he  was  infected  and  knew  it  when  they 
were  together.  He  did  not  think  he  could  infect  her.  He  did  not 
think  women  got  AIDS. 

Krista  has  been  described  as  the  girl  next  door.  Newsweek  Maga- 
zine's description  was  that  Krista  'Tiad  a  white  bread,  American 
life."  In  short,  Krista  could  have  been  your  daughter,  grand- 
daughter, niece,  or  your  neighbor. 

Krista  became  our  number  one  priority.  Our  search  for  compas- 
sionate, quality  health  care  took  us  to  University  Hospitals  of 
Cleveland,  90  miles  from  home.  When  Krista  had  to  be  hospital- 
ized, her  friends  and  family — except  Mom,  because  I  spent  day  and 
night  with  her;  I  never  left  the  hospital — were  2  hours  away.  When 
Krista  was  being  hospitalized  for  what  would  be  the  last  time,  her 
one  wish  was  to  be  closer  to  home.  The  local  hospital  would  not  ac- 
cept the  responsibility,  and  she  was  medically  too  fragile  to  bring 
home.  She  would  not  survive  the  trip.  She  wanted  to  be  close  to 
the  people  who  were  her  support  system,  but  it  did  not  happen. 
Once  again,  Mom  could  not  fix  it. 

Krista's  decision  to  be  publicly  outspoken  about  her  disease  to 
educate  other  young  people  was  supported  100  percent  by  her  en- 
tire family.  I  believe  it  was  easier  for  us  because  we  did  not  have 
to  live  a  lie.  We  could  be  brutally  honest.  It  also  opened  the  doors 
for  others  to  lend  their  support. 

Our  church  had  a  blood  drive  for  Krista  because  she  needed  2  to 
3  units  of  blood  every  3  to  4  weeks.  I  believe  her  courage  and  hon- 
esty opened  the  eyes  of  many  people  and  organizations  in  our  rural 
area.  The  Ursuline  Sisters  in  nearby  Canfieid  have  an  ardently  ac- 
tive AIDS  ministry.  The  Area  AIDS  Task  Forces  have  also  become 
very  active. 

People  became  aware  that  AIDS  was  in  our  community  and 
began  to  help  in  many  ways. 

Life  was  not  easy.  There  were  daily  i.v.s  to  squeeze  in,  oral  medi- 
cation to  take — things  an  IS-year-old  should  not  have  to  deal  with. 
I  continued  to  work  because  I  carried  the  family  health  insurance. 
This  was  a  necessity,  because  monthly  medications  ran  over  $800 
a  month,  not  including  the  d4T,  because  it  was  still  experimental. 

The  total  cost  of  Krista's  health  care  that  was  covered  by  insur- 
ance was  approximately  $500,000.  The  family  still  had  to  pay  the 
deductible  and  the  extras,  such  as  the  cost  of  transportation  to 
Cleveland  and  meals  while  we  were  there.  The  extra  financial  bur- 
dens on  a  family  are  astronomical. 

Emotionally,  it  was  an  increasingly  difficult  period  for  our  family. 
Holly's  life  certainly  was  not  normal.  At  age  14,  she  had  to  deal 
with  the  fact  that  her  big  sister,  whom  she  adored  and  looked  up 
to,  had  a  terminal  illness  and  would  in  all  likelihood  not  see  her 
graduate  from  high  school,  or  get  married,  or  share  the  many  other 
events  sisters  share.  In  fact,  Krista  did  not  see  Holly  graduate.  She 
died  2  months  before  graduation. 

Our  lives  were  lived  1  day  at  a  time,  always  ready  to  change 
plans.  Krista's  father  stayed  home  the  last  year  and  a  half  of  her 
life  to  take  care  of  her.  Krista  had  dementia,  a  condition  much  like 
Alzheimer's  disease,  one  of  the  side  effects  of  AIDS.  Sometimes 
Krista  would  act  normal,  other  times  like  a  2-vear-old,  still  other 
times  like  a  100-year-old  woman.  She  was  afraia  to  be  alone. 
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Even  though  Krista  is  gone,  our  pain  still  continues.  Holly  misses 
the  opportunity  to  go  to  her  sister  for  advice,  the  verbal  boxing 
matches,  and  the  other  special  times  sisters  should  have. 

As  for  Dan  and  me,  there  is  a  great,  big  hole  in  our  lives.  Mom 
and  Dad  are  not  supposed  to  bury  their  child;  it  should  be  the 
other  way  around.  Life  goes  on,  and  we  will  continue  to  speak  out 
to  keep  Krista's  spirit  alive.  Krista  often  said,  when  asked  why  she 
spent  her  energies  talking  about  her  life,  "If  my  story  saves  one 
person  from  being  infected  with  HIV,  then  my  life  will  have  been 
worthwhile."  So  that  if  our  family's  continued  effort  saves  one  fam- 
ily from  being  affected  by  AIDS,  then  we  have  done  our  job,  and 
Krista's  worthwhile  crusade  will  continue. 

To  further  emphasize  the  emotional  impact  Krista's  illness  had 
on  our  entire  family,  I  would  like  to  share  a  statement  from 
Krista's  grandfather. 

"One  of  the  most  heart-wrenching  experiences  a  grandfather 
must  endure  is  the  death  of  a  beautiful,  intelligent  granddaughter 
that  he  deeply  loves.  I  spent  too  little  time  with  my  granddaughter 
during  the  last  weeks  of  her  too-short  life.  Because  of  necessity,  she 
was  in  a  hospital  90  miles  away.  When  my  granddaughter  died,  I 
was  too  far  away  to  be  with  her  as  she  was  coming  to  the  end  of 
her  valiant  battle  against  AIDS.  She  spent  her  last  weeks  in  a  fa- 
cility that  had  expertise  in  the  treatment  of  AIDS,  but  without  the 
support  and  presence  of  her  extended  family." 

"It  has  been  said  that  grown  men  don't  cry,  but  you  can  believe 
me  when  I  say  that  I  cried,  and  I  still  cry  inside  when  I  think 
about  what  has  been  lost.  My  granddaughter  and  I  had  a  mar- 
velous relationship.  The  love  that  engendered  that  relationship  still 
endures,  and  the  dignity  and  strength  with  which  she  bore  her  af- 
fliction inspires  and  sustains  me  as  I  approach  the  winter  of  my 
life." 

The  depth  and  emotion  of  his  statement  emphasizes  the  impact 
AIDS  has  on  the  entire  family.  Looking  over  my  experiences  and 
associations  with  people  living  with  AIDS  and  their  families,  I  can 
assure  you,  AIDS  is  nondiscriminatory;  AIDS  has  no  prejudices. 
Male,  female,  sexual  orientation,  religion,  color,  young,  old,  rural, 
urban — it  makes  no  difference.  One  bad  decision  or  one  wrong 
choice,  and  HIV  can  invade  your  body. 

Teenagers,  women  and  rural  populations  account  for  the  largest 
number  of  new  AIDS  cases  today.  Despite  the  increase  in  HIV  in- 
fection in  rural  areas,  there  is  a  lack  of  sufficient  medical  experi- 
ence and  facilities,  forcing  the  people  living  with  AIDS  to  the  met- 
ropolitan areas  to  obtain  the  care  they  need. 

It  is  imperative  that  the  Ryan  White  funds  be  distributed  based 
on  where  the  people  live,  and  not  where  they  are  diagnosed.  Fund- 
ing must  be  channeled  to  rural  areas  so  individuals  living  with  this 
devastating  disease  can  continue  to  live  in  their  own  friendly  envi- 
ronment with  some  semblance  of  normalcy. 

The  Ryan  White  CARE  Act  can  make  this  possible  by  continuing 
to  provide  the  funding  for  medicine  needs,  home  health  care,  rent, 
and  the  other  essentials  it  helps  provide. 

In  closing,  I  would  like  to  read  an  excerpt  from  the  letter  Krista 
left  to  be  read  at  her  memorial  service. 
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"I  just  wanted  to  be  sure  you  all  know  I  am  very  grateful  for  ev- 
erything you  have  done  for  me.  I  am  not  even  going  to  try  to  name 
names,  because  I  don't  want  to  forget  anyone.  I  also  want  you  to 
know  I  don't  want  you  to  feel  sad  for  me.  True,  my  physical  body 
might  be  dead,  but  my  spirit  is  still  alive.  Oh,  don't  feel  guilty  be- 
cause I'm  dead  and  you're  not.  You  still  have  your  life,  so  don't 
waste  it.  Use  it  to  do  good  things." 

I  believe  she  would  have  included  you.  You  have  the  power  to 
continue  the  Ryan  White  CARE  Act  and  to  make  some  changes  to 
the  funding  is  more  equitable.  So  don't  waste  it.  Use  it  to  do  good 
things. 

Thank  you  very  much. 

The  Chairman.  Thank  you  very  much,  Mrs.  Blake,  and  I  appre- 
ciate Holly  coming  with  you. 
Ms.  Wyman. 

Ms.  Wyman.  My  name  is  Anna,  and  I  am  from  Miami. 

My  life  changed  forever  in  1989,  when  one  of  my  2-year-old  twin 
sons  was  diagnosed  with  the  AIDS  virus  after  being  hospitalized 
with  pneumonia.  At  that  time,  the  doctor  advised  me  to  have  the 
rest  of  my  children  and  myself  tested.  After  we  were  all  tested 
twice,  our  results  came  back  positive,  except  for  my  daughter;  she 
was  negative. 

I  just  could  not  believe  it.  It  just  could  not  be  true.  All  I  could 
think  about  was  that  my  twin  babies  and  I  were  going  to  die,  and 
my  daughter  was  going  to  be  left  alone.  Who  was  going  to  take  care 
of  her? 

The  only  thing  I  knew  about  AIDS  at  that  time  was  that  it  was 
about  other  people — not  me.  I  knew  I  did  not  fit  that  description. 
It  was  impossible.  I  lived  a  clean  life.  I  graduated  from  high  school, 
a  2-year  college,  and  I  worked  at  a  well-paying  job.  AIDS  was  not 
in  my  plans. 

My  first  concern  was  my  boys.  David  and  Douglas  began  to  re- 
ceive services  at  the  special  immunology  clinic  at  University  of 
Miami.  Doctors  and  nurses  were  trying  to  tell  me  how  to  take  care 
of  my  special  children,  but  I  looked  at  them  like  they  were  crazy. 
I  let  them  take  their  blood  and  give  them  physicals,  and  I  left.  And 
my  life  went  on.  Out  of  sight,  out  of  mind. 

Luckily,  my  Ryan  White  case  manager,  Kim,  would  not  give  up 
on  me  even  though  she  had  so  many  other  people  who  needed  her. 
She  knew  I  was  having  a  hard  time  and  that  I  could  not  handle 
the  reality  of  losing  my  2-year-old  twins.  She  made  sure  that  my 
boys  received  care  and  regular  monitoring. 

I  was  in  denial.  If  it  were  not  for  Kim,  I  know  I  could  not  have 
done  it.  I  was  depressed,  and  I  was  feeling  ashamed,  dirty,  alone, 
and  I  was  isolating  myself  as  much  as  possible.  I  would  miss  my 
clinic  appointments,  and  Kim  would  make  home  visits  and  call  my 
job  constantly  to  check  on  me  and  to  remind  me  how  important  it 
was  to  come  to  the  clinic  and  bring  the  twins. 

Kim  helped  me  assess  my  needs,  plan  for  the  future,  coordinate 
services,  and  make  referrals  when  I  needed  them.  She  would  follow 
up  on  my  plans  and  advocate  on  my  behalf  when  I  needed  her.  Kim 
was  the  only  person  at  the  time  who  understood  me  and  empow- 
ered me.  I  learned  how  to  get  my  children's  medical  needs  met,  and 
never,  never  to  give  up. 
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By  1990,  my  sons  were  getting  sicker.  Jackson  Memorial  Hos- 
pital and  its  Ryan  White  programs  became  my  second  home.  I  had 
to  stop  working  so  I  could  care  for  my  children.  I  was  scared  and 
very  depressed  because  I  just  knew  that  my  children  were  not  get- 
ting better.  I  knew  it  was  time  to  educate  myself  and  take  some 
control  over  my  life  and  my  children's  lives.  I  was  feeling  guilty 
about  feeling  well  while  other  women  I  knew  were  getting  sicker, 
dying,  and  leaving  their  children  behind. 

I  found  out  that  Miami  had  more  children  with  AIDS  than  any- 
where except  New  York.  Women  and  their  families  all  over  Miami 
had  a  hard  time  getting  help.  Many  had  to  wait  months  to  get 
health  care.  Most  did  not  have  a  case  manager  like  Kim  because 
there  just  were  not  enough  of  them  to  go  around.  They  did  not 
know  where  to  go,  or  there  just  was  not  enough  money  to  help 
them. 

Eventually,  I  started  to  attend  a  suppoit  group  for  HIV  women, 
and  this  support  system  really  helped  a  lot  because  I  needed  a  safe 
place  to  talk  about  my  feelings  with  women  who  really  understood 
what  I  was  going  through. 

I  thought  I  had  gained  control  of  this  disease  at  that  time,  but 
I  was  wrong,  because  on  July  23,  1993,  my  son  Da\id  died,  and  I 
was  devastated,  and  my  children  were  devastated.  We  did  not 
think  we  could  ever  recover.  I  was  so  scared  and  angry,  and  my 
other  son  was  having  a  really  hard  time  dealing  wdth  David's  death 
and  his  own  health. 

I  did  not  know  what  to  do  until  I  found  an  organization  that 
dealt  with  children  and  family  counseling.  The  family-centered  pro- 
gram at  HCN  was  my  salvation.  My  children  received  one-on-one 
and  group  counsehng,  and  finally,  they  are  healing.  My  son  Doug- 
las is  now  able  to  deal  with  this  brother's  death  a  little  bit,  and 
he  is  not  so  angry  anymore.  He  is  now  7  years  old,  and  he  is  doing 
pretty  well.  He  is  in  an  experimental  trial  at  NIH,  and  we  travel 
a  long  way  every  other  month  to  help  him  stay  alive. 

I  am  32  years  old  now,  and  I  am  doing  quite  well.  I  have  lived 
with  this  virus  for  7  years,  and  I  now  I  am  a  long-term  survivor. 
But  I  worry  about  my  10-,  soon  to  be  11-year-old  daughter.  I  think 
about  her  all  the  time.  I  just  pray  that  I  am  here  for  the  cure  and 
live  long  enough  to  see  my  little  girl  grow  into  a  young  lady  and 
graduate  from  high  school.  Then  I  know  she  will  be  able  to  take 
care  of  herself,  by  herself  She  is  a  very  strong  and  sensitive  child. 
She  was  really  worried  about  me  coming  here  today  to  speak  to 
you,  and  she  noped  it  would  not  be  too  hard.  I  told  her  it  would 
be  okay,  but  I  hate  to  frighten  her.  She  is  just  not  ready  to  accept 
the  fact  that  her  mom  and  her  other  brother  wdll  die  too  1  day — 
and  most  days,  neither  am  I. 

But  there  is  one  thing  for  sure.  The  programs  that  are  created 
by  the  Ryan  White  Act  have  made  all  the  difference  in  my  life. 
Without  them,  thee  would  have  been  no  case  manager  to  help  me 
through  the  darkest  times,  no  health  care  for  my  twins,  no  counsel- 
ing and  support  for  mv  daughter,  and  no  hope  for  any  of  us.  The 
Ryan  White  Care  Act  Kas  given  me  and  my  fam.ily  the  life-sa\ang 
support  that  we  need  to  stay  alive.  It  has  helped  me  help  myself 
and  my  children.  And  for  that,  I  thank  you,  and  I  hope  that  you 
will  continue  this  lifeline  of  support. 


22 


Thank  you. 

[The  prepared  statement  of  Ms.  Wyman  follows:] 

Prepared  Statement  of  Anna  Wyman 

My  life  changed  forever  in  1989,  when  one  of  my  2-year  old  twin  sons  was  diag- 
nosed with  the  AIDS  virus  after  being  hospitalized  with  pneumonia.  At  that  time, 
the  doctor  advised  me  to  have  the  rest  of  my  children  and  myself  tested.  After  we 
were  all  tested  twice,  our  results  came  back  positive — except  for  my  daughter,  she 
was  negative.  I  couldn't  believe  it.  I  couldn't  deal  with  it 

When  they  assigned  us  to  a  case  worker  from  the  Pediatric  Project,  I  refused  to 
talk  to  her.  All  I  could  think  about  was  that  my  twin  babies  and  I  were  going  to 
die  and  my  daughter  was  going  to  be  left  alone.  Who  was  going  to  care  for  ner.  So, 
I  called  one  of  my  family  members  and  told  her.  She  couldn  t  face  it  either.  She  kept 
telling  me  that  those  doctors  didn't  know  what  they  were  talking  about.  I  thought 
about  what  she  said  and  accepted  it.  I  just  put  AIDS  out  my  mind  because  I  be- 
lieved it  couldn't  be  true. 

The  only  thing  I  knew  about  AIDS  at  that  time  was  that  it  was  about  other  peo- 
ple, not  me.  I  knew  that  I  did  not  fit  the  description.  It  was  impossible.  I  lived  a 
clean  life.  I  graduated  from  high  school,  a  two-year  college,  and  worked  at  a  well 
paying  job.  So,  I  didn't  think  about  it  until  David  and  Douglas  received  a  follow- 
up  appointment  at  the  Special  Immunology  Clinic.  That's  when  I  met  some  doctors 
and  nurses  who  were  trying  to  tell  me  how  to  take  care  of  my  special  children.  I 
just  looked  at  them  like  they  were  crazy.  I  let  them  take  their  blood  and  give  them 
physicals  and  I  left.  And  my  life  went  on.  Out  of  sight,  out  of  mind.  Luckily  my 
Ryan  White  case-manager  Kim  wouldn't  give  up  on  me — even  though  she  had  so 
many  other  people  who  needed  her.  She  knew  I  was  having  a  hard  time  and  couldn't 
handle  the  reality  of  losing  my  two  year  old  twins.  She  made  sure  that  my  boys 
received  primary  care  and  regular  monitoring.  And  she  made  arrangements  to  oe 
there  every  time  the  twins  and  I  had  to  go  to  the  clinic. 

I  didn't  have  time  for  AIDS.  AIDS  was  not  in  my  plan.  I  was  working  full  time 
and  supporting  three  children  alone — being  a  single  parent  was  difficult  enough.  I 
was  in  denial.  If  it  wasn't  for  Kim  I  know  I  couldn't  have  done  it.  I  started  getting 
depressed.  I  was  feeling  guilty,  ashamed,  dirty,  alone,  and  was  isolating  myself  as 
much  as  possible.  I  would  miss  my  clinic  appointments.  Kim  would  make  home  vis- 
its and  call  my  job  constantly  to  check  on  me  and  to  remind  me  how  important  it 
was  to  come  to  the  clinic  and  bring  the  twins. 

Kim  explained  everything  I  needed  to  know  about  AIDS.  She  took  time  and  was 
very  patient  with  me.  She  nelped  me  assess  my  needs,  plan  for  the  future,  coordi- 
nate services,  and  make  referrals  when  I  needed  them.  She  would  follow  up  on  my 
plans  and  advocate  on  my  behalf  when  I  needed  her.  Kim  was  the  only  person  at 
the  time  who  understood  me  and  empowered  me.  I  learned  to  access  the  system, 
to  get  my  children's  medical  needs  met,  and  to  NEVER,  NEVER  give  up. 

In  1990  I  became  very  focused  on  AIDS  because  my  sons  were  getting  sicker. 
Jackson  Memorial  Hospital  and  its  Ryan  White  programs  became  my  second  home. 
I  had  to  stop  working  so  I  could  care  for  my  children.  I  was  scared  and  very  de- 
pressed because  I  just  knew  my  children  weren't  getting  better.  I  knew  it  was  time 
to  educate  myself  and  take  some  control  over  my  life  and  my  children's  lives.  I  was 
feeling  guilty  about  being  well  and  able  to  access  services  while  other  women  I  knew 
were  getting  sicker,  dying  and  leaving  their  children. 

Women  and  their  families  all  over  Miami  were  having  a  hard  time  getting  help. 
Many  had  to  wait  months  to  get  health  care.  Most  didn^  have  a  case  manager  like 
Kim  because  there  just  aren't  enough  of  them  to  go  around.  They  didn't  know  where 
to  go  or  they  were  treated  unfairly,  or  there  just  wasn't  enough  money  left  to  help 
them. 

My  sons  were  also  getting  sicker.  I  started  to  attend  conferences  and  workshops 
dealing  with  pediatric  AIDS  and  children  with  disabilities.  I  found  out  that  Miami 
has  more  children  with  AIDS  than  anywhere — except  New  York.  I  learned  how  to 
advocate  for  my  children  and  how  to  help  other  mothers  advocate  for  their  children. 

Eventually  I  started  to  attend  a  support  group  for  HIV  positive  women.  This  sup- 
port system  really  helped  a  lot.  I  needed  a  safe  place  to  talk  about  my  feelings  with 
women  who  would  understand  what  I  was  going  through.  I  gained  control  of  this 
disease,  I  thought— until  July  23,  1993  when  my  son  David  died.  I  was  devastated 
and  my  children  were  devastated.  We  didn't  think  we  would  ever  recover. 

I  was  scared  and  I  was  angry.  My  other  son  was  having  a  really  hard  time  dealing 
with  David's  death  and  his  own  health.  I  didn't  know  what  to  do  until  I  found  an 
organization  that  dealt  with  children  and  family  counseling.  The  family  centered 
program  at  HCN  was  my  salvation  for  my  children.  My  children  receive  one-on-one 
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and  group  counseling— and  finallv  they  are  healing.  My  son  Douglas  is  able  to  deal 
with  his  brother's  death  a  little  bit  and  he  is  not  so  angry.  He  is  now  seven  years 
old  and  doing  well.  He  is  in  an  experimental  trial  at  the  NEH.  We  come  a  long  way 
to  help  keep  him  alive. 

I  am  32  years  old  now  and  doing  quite  well.  I've  lived  with  this  virus  for  seven 
years.  I  am  a  long  term  survivor  and  my  only  worry  is  my  10,  soon  to  be  11,  year 
old  daughter.  I  think  about  her  all  the  time.  I  just  pray  I'm  here  long  enough  to 
see  my  little  girl  grow  into  a  young  ladv  and  graduate  from  high  school.  So  then 
I  know  she  will  be  able  to  take  care  of  herself,  by  herself.  She  is  very  strong,  but 
still  a  sensitive  child.  She  worried  about  me  coming  here  today  to  speak  to  you — 
and  hoped  it  wouldn't  be  too  hard.  I  told  her  it  would  be  okay,  but  I  hate  to  frighten 
her.  She's  just  not  ready  to  accept  the  fact  that  her  mom  and  her  other  brother  will 
die  too,  one  day,  and  most  days  neither  am  I. 

But  there  is  one  thing  for  sure — the  programs  that  are  created  by  the  Ryan  White 
Act  have  made  all  the  difference  in  my  life.  Without  them — there  would  have  been 
no  case-manager  to  help  me  through  the  darkest  times,  no  health  care  for  my  twins, 
no  counseling  and  support  for  my  daughter — and  no  hope  for  any  of  us.  The  Ryan 
White  CARE  Act  has  given  me  and  my  family  the  life  saving  support  we  need  to 
stay  alive  and  together.  It  has  helped  me  help  myself  and  my  children.  And  for 
that — I  thank  you  and  hope  that  you  will  continue  this  lifeline  of  support. 

Thank  you. 

The  Chairman.  Thank  you  very  much. 

I  would  just  like  to  say  to  Ms.  Wyman  and  Mrs.  Blake  particu- 
larly, and  to  Mr.  Curtis,  that  I  know  how  difficult  it  is  to  share  per- 
sonal experiences.  It  takes  a  lot  of  courage,  and  it  does  make  a  dif- 
ference in  helping  people  to  understand  the  very  personal  face  that 
goes  with  this  great  tragedy. 

Dr.  Sweet. 

Dr.  Sweet.  Thank  you,  Madam  Chairman. 

I  would  like  to  thank  you  for  asking  me  to  speak  today.  As  you 
well  know,  I  am  a  primary  care  general  internist  from  Wichita,  KS. 
I  currently  care  for  over  420  HIV  and  AIDS  patients  from  the  State 
of  Kansas,  most  of  whom  are  in  the  immediate  200-mile  area,  so 
they  do  have  to  travel  a  great  deal. 

It  is  a  tremendously  difficult  job  in  many  ways  as  a  health  care 
provider,  but  I  want  to  tell  you  today  is  how  it  simply  would  not 
be  possible  without  Ryan  White  CARE  funds. 

Obviously,  I  am  a  firm  proponent  of  continuation  of  the  CARE 
Act,  and  I  as  many  will  ask  that  you  consider  increasing  the  fund- 
ing for  this  most  important  project. 

Wichita  is  the  center  of  a  very  rural  area.  My  patients  sometimes 
do  have  to  drive  3  and  4  hours  to  access  the  services  that  we  are 
now  able  to  provide.  I  am  unfortunately  in  the  middle  of  what 
many  would  consider  to  be  a  growth  industry,  and  I  see  three  to 
four  new  HIV-infected  positive  patients  per  week  for  intake  into 
the  program. 

It  is  an  expanding  epidemic,  expanding  into  parts  of  the  country 
that  have  not  had  to  deal  with  it,  expanding  into  populations  that 
previously  thought  they  were  somehow  immune  to  this  disease. 

It  is  a  difficult  disease  for  many  to  comprehend.  It  is  widespread 
in  our  communities,  with  over  a  million  people  in  America  cur- 
rently infected  and  probably  80,000  new  infections  occurring  each 
year.  And  that  is  probably  a  very  conservative  estimate.  That 
means  one  in  250  Americans  are  already  infected  and,  as  Senator 
Hatch  said,  it  is  the  leading  killer  of  our  young  people  25  to  44. 

The  big  changes  in  the  epidemiology  of  this  disease  over  the  last 
10  years  include  a  rapid  expansion  into  rural  America.  Currently, 
there  is  a  far  greater  rate  of  rise  in  the  incidence  of  AIDS  in  rural 
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communities,  those  under  50,000,  than  there  is  in  urban  commu- 
nities— 15  percent  in  rural  versus  5  percent  in  urban.  Again,  real- 
ize it  is  not  going  down  in  our  urban  communities;  it  is  simply 
going  up  more  in  our  rural  communities.  That  means  we  need  to 
expand  resources  not  only  in  our  urban  and  suburban  communities 
that  have  been  dealing  with  the  burden  of  this  illness,  but  we  also 
have  to  see  increased  service  in  rural  communities  that  are  seeing 
a  very  rapidly  expanding  burden  of  illness. 

It  is  important,  as  our  panel  has  said,  to  be  able  to  care  for  our 
patients  in  their  communities.  That  means  having  providers  that 
are  trained  in  HIV/AIDS  care.  Hence  the  continued  need  for  the 
funding  of  the  AIDS  education  and  training  centers,  whose  primary 
mission  is  to  provide  HIV  training  and  the  provision  of  care  in  this 
field. 

In  order  to  do  that,  the  providers  in  those  areas  have  to  be  as- 
sured of  some  reimbursement  once  they  agreed  to  take  on  this  pa- 
tient population,  because  it  is  an  expensive  disease  for  providers  to 
deal  with,  and  the  patients  have  to  have  access  to  the  medications 
that  I  prescribe  in  order  to  get  any  benefit  from  having  providers 
who  are  able  to  take  care  of  them.  Both  of  these  things  have  been 
provided,  if  they  are  provided  at  all  to  rural  patients,  by  means  of 
the  Ryan  White  CARE  Act  in  the  past. 

The  four  titles  of  the  CARE  Act  each  provide  a  unique  set  of 
services  designed  to  meet  the  urgent  needs  of  people  living  with 
HIV/AIDS  across  this  country.  Title  III-B  provides  grants  to  com- 
munity-based health  providers  to  deliver  both  early  and  ongoing 
comprehensive  HIV  services  to  people  living  with  HIV  on  an  out- 
patient basis. 

In  fiscal  year95,  there  are  132  grantees  in  33  States  receiving 
about  $52  million.  I  think  that  that  money  is  some  of  the  best- 
spent  that  the  Federal  Government  has. 

Nationally,  the  centers  serve  over  150,000  people  in  some  of  the 
most  disenfranchised  communities.  Forty  percent  of  the  Title  III-B 
clients  are  women,  55  percent  are  people  of  color,  20  percent  are 
adolescents  in  our  States. 

The  centralization  of  HIV-specific  care  within  a  client's  existing 
health  care  network  builds  upon  historical  and  familiar  relation- 
ships between  patients  and  their  Title  III-B  providers.  This  one- 
shop-stopping  model  works,  and  it  does  allow  access  for  people  to 
have  care  within  their  communities  so  that  their  families  can  sup- 
port them. 

In  rural  America,  the  two  Ryan  White  CARE  Acts  that  have 
helped  us  the  most  are  Title  II  and  Title  III-B,  and  I  will  spend 
the  remainder  of  my  remarks  addressing  the  importance  of  those 
two,  because  those  are  the  two  that  allow  me  to  care  for  the  pa- 
tients that  I  care  for. 

When  I  started  deahng  with  HIV/AIDS  in  1984,  I  had  one  case. 
It  was  relatively  simple,  although  we  had  very  little  to  offer  that 
one  case.  Currently,  as  I  said,  that  practice  has  built  to  over  420 
patients,  and  I  have  purposely  not  kept  track  of  how  many  patients 
I  have  lost  over  the  last  10  years  to  this  disease. 

As  my  HIV  practice  expanded,  the  medical  practice  clinic  at  the 
university  where  I  work — a  private  care  clinic  which  is  expected  to 
pay  its  own  bills — allowed  me  to  do  this  because  they  felt  it  was 


25 


an  important  and  needed  mission.  It  became  increasingly  obvious, 
however,  that  I  was  bankrupting  the  system,  and  2  years  ago,  I  ap- 
plied for  Ryan  White  Title  III-B  funding.  That  proposal  was  graded 
highly,  scored  highly,  and  I  was  told  it  was  an  excellent  proposal 
but  there  was  not  enough  money  to  fund  it.  We  kept  going,  and  I 
reapplied  last  year  and  became  a  new  grantee  this  year,  only  be- 
cause you  did  sHghtly  expand  Ryan  White  III-B  funds  last  fiscal 
year.  That  allows  me  to  continue  intaking  new  patients,  to  do  early 
intervention  services  with  case  histories,  laboratory  studies,  TB 
testing  and  prophylaxis,  which  is  increasingly  important  to  the 
overall  public  health  of  our  community,  and  trying  to  get  these  pa- 
tients into  a  system  of  care  early,  before  they  become  terribly  ill 
and  end  up  in  intensive  care  units,  where  they  use  many  health 
care  dollars  that  can  be  avoided  if  one  gets  them  into  early  inter- 
vention services  and  a  system  of  care. 

Title  III-B  allows  me  to  offer  that  continuum  of  services,  includ- 
ing dental,  including  mental,  and  including  the  counseling  and 
testing  that  needs  to  be  done.  Those  things  were  simply  unavail- 
able to  my  patients  prior  to  this  Act  and  would  become  unavailable 
again  if  for  some  reason  the  Act  were  not  continued. 

I  think  the  Ryan  White  CARE  Act  is  probably  one  of  the  best  run 
Federal  programs  that  I  have  had  the  opportunity  to  work  with  in 
terms  of  quality  assurance,  review  of  grantee  sites,  and  internal  co- 
ordination of  services  and  networking  of  Ryan  White  Title  II  and 
III  grantees  with  all  other  Federal  funding  sources,  including  the 
AIDS  education  and  training  center. 

I  think  we  need  to  continue  the  direct  funding  that  Title  III-B 
provides.  We  do  not  wish  to  undo  what  we  have  built,  and  we  have 
spent  a  great  deal  of  time  building  the  comprehensive  care  clinics 
that  this  fund  has  allowed. 

Ryan  White  II  money  is  the  only  other  Ryan  White  CARE  Act 
money  that  Kansans  have  access  to  in  my  part  of  the  world — and 
again,  realize  that  Wichita  is  in  the  middle  of  Kansas,  that  we  take 
care  of  the  bulk  of  Kansans,  and  that  does  not  include  the  Kansas 
City,  KS  area.  In  addition  to  the  seven  counties  around  Kansas 
City,  MO,  there  are  four  counties  surrounding  Kansas  City  that 
have  access  to  some  Ryan  White  Title  I  money,  that  that  really  has 
little  to  do  with  the  patients  in  my  part  of  the  world,  who  travel 
from  southeast,  southwest  and  northwest  Kansas  into  Wichita  for 
care. 

The  titles  have  similar  goals  and  objectives — to  provide  medical 
and  support  services  to  people  living  with  HIV  and  AIDS.  Since 
Kansas  City  received  Title  I  funds  as  an  epicenter,  the  State  is 
more  able  to  use  Title  II  moneys  to  address  unmet  needs  in  rural 
areas.  Still,  my  colleagues  in  Kansas  City  generally  do  not  have 
enough  resources,  and  my  colleagues  in  the  Kansas  health  depart- 
ment do  not  have  enough  resources.  We  all  have  unmet  needs. 

Across  States  and  cities  all  over  this  country,  as  you  can  hear 
today,  there  are  vast  unmet  needs.  And  I  want  the  committee  to 
understand  that  I  think  reallocation  is  probablv  necessary,  but  I 
would  hope  that  we  would  not  pit  one  group  oi  providers  against 
another  group  of  providers,  having  people  feel  like  they  lose  overall. 

Title  II  money  is  scarce  in  Kansas.  It  is  administered  through 
the  Kansas  Department  of  Health  and  Environment  via  a  coalition 
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that  has  been  developed  among  all  HIV  caregivers  in  the  State.  It 
is  a  system  in  which  I  have  been  active  since  its  inception  in  March 
of  1985.  It  provides  limited  resources  for  medication  reimburse- 
ment, some  home  health  services  to  avoid  hospitalization,  and  some 
minimal  insurance  continuation  moneys — but  it  does  give  some  ac- 
cess to  all  of  our  patients  across  the  State. 

I  would  ask  that  you  continue  to  fund  the  Ryan  White  CARE  Act. 
It  is  critical  for  the  health  of  rural  Americans  to  be  able  to  access 
the  same  level  of  care  that  people  in  more  urban  sites  have  avail- 
able to  them.  In  order  to  do  that,  there  should  be  expansion  of 
funds  in  Ryan  White  II  and  III-B.  I  am  not  in  favor  of  block-CTant- 
ing  moneys  to  smaller  community-based  organizations,  simply  be- 
cause I  do  not  feel  that  they  have  access  to  the  kind  of  administra- 
tive support  and  needs  assessments  that  could  allow  them  to  do 
with  Ryan  White  II  money  what  our  statewide  coalition  has  done. 

Again,  please  realize  that  this  is  an  expanding  epidemic.  It  is  in- 
creasingly prevalent  in  rural  America,  and  unfortunately  will  con- 
tinue to  grow  there.  It  is  increasingly  prevalent  in  our  young  popu- 
lation. The  median  age  of  acquisition  of  this  disease  10  years  ago 
was  35  years  old;  the  median  age  of  acquisition  now  is  much  closer 
to  25  years  of  age.  It  is  increasingly  heterosexual,  with  a  130  per- 
cent increase  in  heterosexual  AIDS  between  1992  and  1993,  and 
the  more  recent  data  is  going  to  be  even  worse. 

The  fastest-rising  group  of  newly-infected  people  in  our  commu- 
nities is  young  women  between  the  ages  of  16  and  36,  many  of 
whom  still  do  not  believe  or  understand  that  this  is  a  disease  that 
they  are  at  risk  for  every  day  of  their  sexual  lives. 

There  are  things  we  can  do  for  these  women  and  their  children 
once  they  have  the  disease  in  terms  of  access  to  service  as  well  as 
testing  and  counseling.  As  you  well  know,  there  are  good  studies, 
like  ACTG-076,  that  indicate  if  we  can  get  women  into  a  system 
of  care  during  their  pregnancy,  and  they  know  that  they  are  HIV- 
infected,  we  may  be  able  to  help  some  of  the  vertical  transmission 
problem.  But  again,  that  means  allowing  those  women  into  a  sys- 
tem of  care  very  early  in  their  disease.  Unfortunately,  so  many 
women  find  out  that  they  are  HIV-infected  like  Ms.  Wyman  did — 
once  their  children  are  getting  sick — and  it  does  not  allow  them 
any  sort  of  proactive  approach  to  their  pregnancy  and  childbearing 
years. 

The  Ryan  White  CARE  Act  is  a  cost-effective  alternative,  I  think, 
to  providing  care  for  people  living  with  HIV  and  AIDS.  In  a  com- 
munity-based setting,  Title  III-B  allows  a  health  care  provider  to 
aggressively  reach  out  to  high-risk  communities,  incorporate  coun- 
seling and  testing  opportunities  in  the  overall  scope  of  service,  and 
focus  on  the  earliest  intervention  possible  in  this  disease.  Our  local 
clinics  and  communities  will  pay  one  way  or  the  other  to  provide 
care  to  people  who  need  it.  Without  III-B  funds,  the  ability  of  a 
community  health  provider  to  provide  inexpensive  care  will  result 
in  a  shifting  of  the  burden  of  both  HIV-specific  and  nonHIV  care 
to  the  more  expensive,  emergency  and  acute  care  in  the  already 
overburdened  public  health  system. 

In  urban  and  rural  neighborhoods  alike.  Title  III-B  providers  are 
sometimes  the  only  source  of  HIV  care,  because  there  is  no  public 
health  service  infrastructure  to  do  it.  The  CARE  Act  saves  our  com- 
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munity  and  the  Federal  Government  money  by  keeping  these  pa- 
tients in  early  intervention,  health  maintenance  and  prevention 
programs. 

Patients  are  more  responsive  to  care  provided  to  them  in  familiar 
and  comfortable  settings.  As  a  doctor,  I  can  tell  you  that  the  well- 
being  of  patients  is  directly  related  to  the  relationship  they  have 
with  their  care  provider.  Title  III  allows  me  to  closely  monitor  a  pa- 
tient's care  and  to  undertake  a  comprehensive  response  to  HIV  dis- 
ease. I  have  patients,  as  I  said,  who  travel  from  all  four  quadrants 
of  Kansas  to  seek  care  at  our  clinic,  because  it  is  their  only  access 
to  laboratory  monitoring,  mental  health  care,  dental  health  care, 
and  medication  services.  Continuation  of  the  CARE  Act  is  critical 
for  all  of  these  patients. 

In  conclusion,  I  want  to  tell  the  members  of  this  committee  that 
the  CARE  Act  works  as  it  is  currently  constructed.  Title  III-B  is 
literally  a  lifeline  to  people  in  Kansas  and  the  surrounding  rural 
community  that  I  serve.  As  a  doctor,  I  urge  you  to  provide  me  the 
tools  necessary  to  extend  that  lifeline  and  combat  this  deadly  epi- 
demic. I  urge  you  again  not  to  pit  one  person  living  with  HIV  and 
AIDS,  one  community,  one  city,  or  one  State  against  another.  I 
urge  you  to  reauthorize  this  legislation  as  quickly  as  possible  so 
that  care  to  people  is  not  interrupted  and  so  that  those  of  us  on 
the  front  lines  can  continue  to  fight  this  deadly  disease. 

[The  prepared  statement  of  Dr.  Sweet  follows:] 

Prepared  Statement  of  Dr.  Donna  Sweet 

Thank  you  for  asking  me  to  speak  here  today.  My  name  is  Dr.  Donna  Sweet.  I 
am  a  primary  care,  general  internist  from  Wichita,  KS.  I  currently  care  for  over  420 
HIV  and  AIDS  patients.  This  is  a  tremendously  difficult  job  in  many  ways.  But, 
what  I  want  to  tell  you  today  is  how  it  would  simply  not  be  possible  without  Ryan 
White  CARE  funds.  Obviously,  I  am  a  firm  proponent  of  continuation  of  the  Ryan 
White  CARE  Act  and  I  ask  that  you  consider  increasing  the  funding  for  this  most 
irnportant  project. 

Wichita,  KS  is  the  center  of  a  very  rural  area.  I  care  for  patients  200  miles  either 
side  of  Wichita  who  sometimes  drive  3—4  hours  to  access  the  services  we  are  able 
to  provide.  I  am,  unfortunately,  in  the  middle  of  what  many  would  consider  a 
growth  industry  and  see  3-4  new  HIV  positive  patients  per  week.  This  is  an  ex- 
panding epidemic,  expanding  into  parts  of  the  country  that  have  not  had  to  deal 
with  it,  expanding  into  populations  that  previously  thought  they  were  somehow  im- 
mune to  this. 

AIDS  is  a  difficult  disease  to  comprehend.  HIV  infection  is  widespread  in  our  com- 
munities. There  are  over  a  million  people  in  America  currently  infected  and  prob- 
ably at  least  80,000  new  HIV  infections  occur  each  year — a  conservative  estimate. 
That  means  1  in  every  250  Americans  are  already  infected.  AIDS  is  now  the  leading 
killer  of  young  adults  ages  25-44.  The  big  changes  in  the  epidemiology  of  this  dis- 
ease over  the  last  10  years,  during  which  I  have  cared  for  HIV/AIDS  patients,  m- 
clude  a  rapid  expansion  into  rural  America.  Currently,  there  is  a  far  greater  rate 
of  rise  in  the  incidence  in  AIDS  in  communities  with  50,000  compared  to  the  rate 
of  rise  in  urban  communities  (i.e.,  15  percent  in  rural  and  5  percent  in  urban). 
Again,  realize,  it  is  not  going  down  in  urban  communities  it  is  simply  going  up  in 
rural  communities.  That  means  we  need  to  expand  resources  not  only  in  the  uroan 
communities  and  suburban  communities  that  have  been  dealing  with  the  burden  of 
this  illness,  but  also  into  the  rural  communities  that  are  seeing  the  expanding  bur- 
den of  this  illness. 

It  is  important  for  us  to  be  able  to  care  for  our  patients  in  their  communities. 
That  means,  having  providers  that  are  trained  in  HIV/AIDS  care,  hence  the  contin- 
ued need  for  funding  of  AIDS  Education  and  Training  Centers  whose  primary  mis- 
sion is  to  provide  HIV  training  in  the  provision  of  care  in  clinical  medicine  for  HIV 
infected  people.  Also,  in  order  to  do  that,  the  providers  in  those  areas  have  to  be 
assured  of  some  reimbursement  because  this  is  a  very  expensive  disease;  the  pa- 
tients have  to  have  access  to  medications  that  are  quite  expensive.  Both  of  those 
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things  have  been  provided,  if  they  are  provided  at  all  to  rural  patients,  by  means 
of  the  Ryan  White  CARE  Act. 

The  four  titles  of  the  CARE  Act  each  provide  a  unique  set  of  services  designed 
to  meet  the  urgent  needs  of  people  living  with  HIV/AIDS  across  the  country.  Title 
III(B)  provides  grants  to  ccnmiunity  based  health  providers  to  deliver  both  early  and 
ongoing  comprehensive  HIV  services  to  people  living  with  HIV/AIDS,  on  an  out- 
patient basis.  In  FY  1995,  there  are  132  grantees  located  in  33  states  and  territories 
receiving  $52.3  million  in  funding. 

Nationally,  the  centers  serve  over  750,000  people  in  the  most  disenfranchised 
communities.  Forty  percent  of  Title  III(B)  chents  are  women;  fifty-five  percent  are 
people  of  color;  twenty  percent  are  adolescents.  The  centralization  of  HIV-specific 
care  within  a  client's  existing  health  care  network  builds  upon  historical  and  famil- 
iar relationships  between  patients  and  their  Title  III(B)  providers.  This  "one-stop 
shopping"  model  works. 

In  rural  America  the  two  Ryan  White  CARE  Acts  that  have  helped  us  the  most 
are  Title  II  and  Title  III(B).  I  will  spend  the  remainder  of  my  remarks  addressing 
the  importance  of  those  two  Titles  because  those  two  are  the  Titles  that  allow  me 
to  care  for  my  patients. 

When  I  started  dealing  with  HIV/AIDS  in  1984  I  had  one  case.  That  was  rel- 
atively simple  although  we  had  little  to  ofTer  HIV  infected  and  AIDS  patients  at 
that  time.  Currently,  as  I  said,  I  see  well  over  420  patients  and  we  have  an  addi- 
tional 3-4  new  HIV  infections  that  present  to  my  omce  for  intake  and  care,  every 
week. 

As  my  HIV  practice  expanded,  the  medical  practice  clinic  at  the  University  of 
Kansas  School  of  Medicine-Wichita,  which  is  a  private  care  clinic,  allowed  me  to  do 
this  because  they  felt  it  was  an  important  and  needed  mission,  it  became  increas- 
ingly obvious,  however,  that  I  was  bankrupting  the  system.  Two  years  ago,  I  applied 
for  Ryan  White  Title  III(B)  funding.  That  proposal  was  graded  highly,  it  was  scored 
highly;  I  was  told  it  was  an  excellent  proposal  but  that  there  was  not  enough  money 
to  ftind  it,  I  reapplied  last  year  and  oecame  a  new  grantee  this  year  only  because 
you  did  expand  Kyan  White  Title  III  funds  last  year.  That  allows  me  to  continue 
intaking  new  patients.  It  allows  me  early  intervention  monies  to  do  basic  histories, 
CD4  counts,  laboratory  analysis,  TB  testing  and  prophylaxis,  and  to  get  them  into 
a  system  of  care  early  before  thev  become  terribly  ill  and  end  up  in  intensive  care 
units,  where  they  use  many  health  care  dollars  that  can  be  avoided  if  one  gets  them 
into  an  early  intervention  system.  Title  III(B)  allows  me  to  offer  a  continuum  of 
services  including  dental,  and  mental  health  care,  that  have  simply  been  unavail- 
able for  my  patients.  I  would  ask  that  you  consider  increasing  Ryan  White  Title  III 
dollars  ana  I  would  also  ask  that  you  not  undo  the  current  structure  of  that  system. 
It  is  probably,  in  my  opinion,  one  of  the  best  run  federal  programs,  in  terms  of  qual- 
ity assurance,  review  of  grantee  sites,  and  internal  coordination  of  services  and 
networking  of  Ryan  White  Title  III  grantees  with  other  federal  funding  sources. 

We  need  to  continue  the  direct  funding  that  Title  III(B)  provides — a  block  grant 
will  devastate  services  in  our  center  and  undo  what  we've  been  building  for  our  pa- 
tients over  the  years.  We  have  the  flexibility  to  create  a  comprehensive  continuum 
of  care  to  meet  the  expressed  needs  of  each  patient — eliminating  any  potential  for 
duplicative  services  ana  avoiding  fragmentation  of  care. 

Ryan  White  II  money  is  the  only  other  Ryan  White  CARE  Act  money  that  Kan- 
sans  have  access  to  in  my  part  of  the  world — again  realize  that  Wichita  is  in  the 
middle  of  Kansas,  that  we  take  care  of  the  bulk  of  Kansans  and  that  does  not  in- 
clude Kansas  City.  In  addition  to  the  7  counties  around  Kansas  City.  Missouri, 
there  are  4  counties  surrounding  Kansas  City,  KS  that  have  access  to  some  Ryan 
White  Title  I  money  but  that  has  nothing  to  do  with  the  client  population  in  the 
bulk  of  Kansas. 

The  titles  have  similar  goals  and  objectives — to  provide  medical  and  support  serv- 
ices to  people  living  with  HIV/AIDS.  Since  Kansas  City  received  Title  I  funds,  the 
state  is  more  able  to  use  Title  II  monies  to  address  unmet  needs  in  rural  areas. 
Still,  my  colleagues  in  Kansas  City  do  not  have  enough  resources,  and  my  colleagues 
in  the  Kansas  Health  Department  do  not  have  enough  resources — we  all  nave 
unmet  needs.  Across  states  and  cities  in  this  country  there  is  vast  unmet  need.  I 
want  this  committee  to  understand  that  it  is  unacceptable  to  me  to  rob  Kansas  City 
to  pay  for  Wichita  or  to  take  money  from  people  living  with  HIV/AIDS  in  Spokane 
to  give  it  to  those  in  Seattle. 

Title  II  money  is  scarce  in  Kansas.  It  is  administered  through  the  Kansas  Depart- 
ment of  Health  and  Environment  via  a  coalition  that  has  been  developed  among  all 
HIV  care  givers  in  the  state  of  Kansas.  It  is  a  system  in  which  I  have  been  active 
since  its  inception  in  March  1985.  It  provides  limited  resources  approximately 
$400,000  to  $500,000  per  year — for  medication  reimbursement  for  HiV  specific 
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medicines,  some  home  health  services  to  avoid  hospitalization  and  some  minimal  in- 
surance continuation  monies,  but  it  gives  some  access  to  our  patients. 

I  would  ask  that  you  continue  to  fund  the  Ryan  White  CARE  Act:  it  is  critical 
for  the  health  of  rural  Americans  to  be  able  to  access  the  same  level  of  care  that 
people  in  more  urban  sites  have  available  to  them.  In  order  to  do  that,  there  should 
be  expansion  of  funds  in  Ryan  White  Title  II  and  III(B).  I  am  not  in  favor  of  block 
granting  those  monies  to  smaller  community-based  organizations  because  I  do  not 
feel  they  will  do  anywhere  near  as  good  at  administering  it  as  the  state-wide  coali- 
tions have  done  with  Ryan  White  II  money  and  dismantling  III(B)  grantees'  pro- 
grams makes  no  sense  at  all. 

Again,  please  realize  that  this  is  an  expanding  epidemic.  It  is  increasingly  preva- 
lent in  rural  America  and  will  continue  to  grow  there.  It  is  increasingly  prevalent 
in  our  young  population — the  median  age  of  accpiisition  of  infection  was  35  years 
of  age  10  years  ago,  and  it  is  now  25  years  of  age.  It  is  also  an  increasingly  hetero- 
sexual disease.  Tnere  was  a  130  percent  increase  in  heterosexual  AIDS  between 
1992  and  1993.  The  fastest  rising  group  of  newly  infected  people  are  young  women 
16-36.  Consequently,  we  are  going  to  see  increasing  numbers  of  women  and  pedi- 
atric AIDS  cases.  Tnere  are  things  we  can  do  for  those  women  and  their  children 
if  they  have  access  to  counselling  and  testing,  if  they  have  access  to  early  interven- 
tion, and  know  they  are  HIV  infected  during  their  pregnancies.  There  are  good  stud- 
ies (ACTG076)  that  tell  us  that  we  can  decrease  vertical  transmission  and  decrease 
pediatric  AIDS  IF  they  have  access  to  retrovir  (AZT),  the  drug  that  does  help,  and 
IF  they  have  access  to  adequate  counseling  and  testing  wherever  they  live,  be  that 
in  Satanta,  KS  or  be  that  in  Wichita,  KS,  or  in  Ottumwa,  lA.  It  is  critical  that  we 
continue  to  fund  the  Ryan  White  CARE  Act  in  order  to  provide  the  best  of  services 
for  all  Americans  where  they  live  and  not  force  them  to  have  to  move  to  metropoli- 
tan areas  to  access  care  fands  or  to  go  without. 

The  Ryan  White  CARE  Act  is  a  cost-effective  alternative  to  providing  care  to  peo- 
ple living  with  HIV/AIDS.  In  a  community -based  setting.  Title  III(B)  allows  a  health 
care  provider  to  aggressively  reach  out  to  high  risk  communities,  incorporate  coun- 
seling and  testing  opportunities  in  the  overall  scope  of  services  and  focus  on  the  ear- 
liest intervention  possible  in  the  onset  of  HIV  disease.  By  getting  people  living  with 
HIV/AIDS  into  Title  III(B)  clinics  earlier,  they  remain  healthier  longer  and  out  of 
costly  hospital  settings. 

Our  local  communities  will  pay,  one  way  or  the  other,  to  provide  care  to  people 
who  need  it.  That  is  the  reality.  Without  Title  III(B)  funds,  the  ability  of  a  commu- 
nity health  provider  to  provide  inexpensive  care  will  result  in  a  shifting  of  the  bur- 
den of  both  HlV-specific  and  non-HIV  care  to  the  more  expensive  emergency  and 
acute  care  in  the  already  overburdened  public  health  system.  In  urban  and  rural 
neighborhoods  alike,  in  East  Harlem  and  Wichita,  Title  III(B)  providers  are  some- 
times the  ONLY  source  of  HIV  care  because  there  is  no  public  health  infrastructure. 
The  CARE  Act  saves  our  community — and  the  Federal  Government — money  by 
keeping  these  patients  in  early  intervention,  health  maintenance  and  prevention 
programs. 

Patients  are  more  responsive  to  care  provided  to  them  in  familiar  and  comfortable 
settings.  As  a  doctor,  I  can  tell  you  that  the  well-being  of  patients  is  directly  related 
to  the  relationship  they  have  with  their  care  provider.  Title  III(B)  allows  me  to 
closely  monitor  a  patient's  care  and  to  undertake  a  comprehensive  response  to  HIV 
disease.  I  develop  an  ongoing  relationship  with  clients  and  their  families  and  care- 
takers. In  the  "one-stop-shopping"  model,  patients  are  most  likely  to  gain  access  to 
and  stay  in  care. 

I  have  patients  who  travel  from  all  four  quadrants  of  Kansas  to  seek  care  at  our 
III(B)  clinic,  because  it  is  their  only  access  to  laboratory  monitoring,  dental,  mental 
health  and  medication  services.  Continuation  of  the  CARE  Act  is  critical  for  these 
patients. 

In  conclusion,  I  want  to  tell  the  members  of  this  committee  that  the  CARE  Act 
works  as  it  is  currently  constructed  with  four  titles.  Title  in(B)  of  the  CARE  Act 
is  literally  a  life-line  to  people  in  Wichita,  KS  and  the  surrounding  rural  community. 
As  a  doctor,  I  urge  you  to  provide  to  me  the  tools  necessary  to  extend  that  life-line 
and  combat  this  deadly  epidemic.  I  urge  you  not  to  pit  one  person  living  with  HIV/ 
AIDS,  one  community,  one  city  or  one  state  against  another.  I  urge  you  to  reauthor- 
ize this  legislation  as  quickly  as  possible  so  that  care  to  oeople  is  not  interrupted, 
and  so  that  those  of  us  on  the  frontlines  can  continue  to  fignt  against  AIDS. 

The  Chairman.  Thank  you  very  much,  Dr.  Sweet. 

Again,  I  certainly  appreciate  so  very  much  the  thoughtful  testi- 
mony that  each  of  you  have  given.  I  think  as  we  start  this  reau- 
thorization process,  it  helps  us  understand  some  of  the  very  per- 
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sonal  difficulties  that  one  faces,  whether  as  provider,  patient,  fam- 
ily. 

I  guess  I  would  like  to  start  with  you,  Dr.  Sweet,  because  you 
ended  with  the  comment  not  to  pit  one  against  the  other.  When  we 
get  into  these  formula  allocations,  we  do  unfortunately  end  up  with 
winners  and  losers.  You  said  not  to  rob  Kansas  City  for  Wichita, 
but  with  our  budget  constraints,  how  do  we  do  this  without  looking 
at  some  reallocation  that  may  better  fit  the  sort  of  pattern  that  has 
emerged? 

Dr.  Sweet.  I  wish  I  had  an  excellent  answer  

The  Chairman.  I  wish  you  did,  too. 

Dr.  Sweet,  [continuing.]  If  I  did,  I  would  have  given  it  to  you  al- 
ready. 

I  will  start  by  saying  I  think  there  probably  has  to  be  some 
reallocation  and  some  reformulization.  Again,  I  could  play  naive — 
I  am  not  a  politician — and  I  could  say,  well,  you  should  just  give 
everybody  more  money.  Now,  I  know  that  that  is  not  going  to  hap- 
pen, and  it  cannot  in  our  country. 

The  Chairman.  A  lot  of  heads  are  nodding  behind  you,  too. 

Dr.  Sweet.  I  think — and  again,  I  do  not  pretend  to  be  an  expert 
on  reallocation  formula — ^but  some  of  the  things  that  I  have  seen 
where  people  kind  of  re-count.  I  do  think  it  is  important  not  to 
count  dead  people.  I  think  it  is  important  to  look  at  level  of  service 
for  those  who  are  living  in  communities  as  opposed  to  just  reaching 
a  magic  number  and  saying  that  since  you  have  hit  2,000,  then  you 
get  "x"  amount  of  dollars. 

Again,  as  I  understand  the  way  Ryan  White  Title  I  has  been 
done,  there  are  ways  within  that  to  reallocate  even  among  the 
epicenters.  I  think  some  of  the  new  epicenters  feel  that  they  have 
not  gotten  equitable  funding  compared  to  some  of  the  older 
epicenters. 

So  I  am  not  prepared  and  do  not  know  enough  about  Title  I  to 
tell  you  how  to  do  that.  I  think  not  double-counting  is  an  important 
issue.  I  think  in  States  like  Kansas,  though,  we  have  taken  inter- 
nal steps,  and  if  you  have  communities  that  work  together — and  as 
you  know.  Senator,  Kansas  is  kind  of  a  small  town;  everybody 
knows  everybody,  and  we  work  well  together — and  that  is  why, 
through  the  State  coalition  and  through  the  people  who  have  run 
the  Title  II  moneys  through  the  Kansas  Department  of  Health  and 
Environment,  it  has  been,  I  think,  as  equitable  as  it  can  be,  giving 
some  of  the  services  of  Title  II  into  the  more  rural  areas  for  case 
intervention  when  they  knew  they  did  not  need  it  in  the  four  or 
five  counties  that  got  Title  I  money. 

So  again,  reformulization  is  probably  going  to  be  important.  I 
think  what  I  would  stand  on  is  that,  one,  tne  Title  II  system  works; 
giving  that  to  a  statewide  coalition  and  allowing  them  to  work  with 
communities,  rather  than  trying  to  disseminate  that  small  amount 
of  money,  giving  it  to  smaller  communities  that  do  not  have  the  ad- 
ministrative structure  to  be  able  to  do  that,  would  only  decrease 
the  amount  of  money  available  to  the  clients,  which  is  where  we 
need  the  money. 

And  again,  I  think  the  III-B  system,  is  one  that  is  run  in  an  ex- 
cellent fashion  and  really,  for  minimal  money,  gives  quality  care  to 
a  large  group  of  people. 
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So  I  would  ask  that  whatever  happens,  those  two  things  be  main- 
tained. And  again,  I  do  not  wish  to  pull  money  out  of  Kansas  City 
if  they  need  it,  but  perhaps  there  are  ways  of  looking  at  what  they 
are  doing  and  making  sure  the  services  are  not  duplicated. 

That  is  about  the  best  answer  I  have  to  the  difficult  question  you 
have  to  deal  with. 

The  Chairman.  I  would  like  to  ask  you  and  anyone  else  to  re- 
spond in  regard  to  how  important  you  think  CARE  funds  are  for 
helping  with  outpatient  medicine,  in  your  experience. 

Dr.  Sweet.  I  think  it  is  incredibly  valuable  because  the  way  the 
system  has  been  prior  to  this,  many  patients  would  get  into  a  sys- 
tem of  care,  they  would  get  their  original  evaluation  with  a  CD4 
count  and  all  the  lab  and  the  things  we  all  knew  they  have  to  do, 
and  they  would  end  up  with  a  $400  or  $500  clinic  bill,  for  which 
they  had  no  insurance  or  money.  They  get  tired  of  being  hassled 
by  bill  collectors,  and  they  decide  that  it  is  simply  not  worth  it,  and 
it  is  easier  to  deny  the  disease  anyway,  so  they  will  forget  about 
it.  Three  or  4  years  later,  when  their  counts  have  dropped,  they 
end  up  in  the  local  emergency  room  with  full  blown  pneumonia; 
they  have  not  been  on  prophylaxis,  there  has  been  no  one  to  talk 
to  them  about  life,  living  wills,  what  they  want  at  the  end  of  life, 
and  we  end  up  with  those  patients  in  critical  care  units,  and  we 
rescue  them.  And  then,  when  their  CD4  counts  are  very  low,  we 
try  to  give  them  some  help,  and  it  is  way  too  late. 

By  and  large,  if  you  have  someone  in  early  intervention — I  have 
had  patients  whom  I  have  cared  for  for  over  10  years  with  HIV  in- 
fection, who  have  lived  and  died  with  this  disease  and  never  spent 
a  night  in  the  hospital.  Many  patients  would  prefer  that.  You  can 
do  most  things  at  home  for  about  one-third  of  the  cost.  And  if  you 
have  somebody  in  a  system  of  care  with  a  provider,  regular  testing, 
prophylaxis  so  that  they  do  not  get  the  severe  illnesses  that  we  can 
help,  you  can  get  them  through  a  very  difficult  disease,  and  you  do 
not  spend  nearly  as  much  money.  If  they  do  not  have  access  to 
that,  then  they  end  up  getting  sick,  and  we  rescue  them  anyway. 

The  Chairman.  Mr.  Curtis. 

Mr.  Curtis.  Senator  Kassebaum,  I  think  the  medical  reimburse- 
ment, the  medication  aspect  of  the  Ryan  White  CARE  funds  is  ex- 
tremely important.  Vermont  is  one  of  those  States  that  receive  only 
$100,000,  the  minimum  grant  under  the  Title  II  Ryan  White  CARE 
Act,  and  $60,000  of  that  is  allocated  toward  providing  medication 
for  people  with  HIV  and  AIDS. 

In  1993,  the  State  gave  up  part  of  its  administration  fee  and  put 
it  into  the  medication  fund  because  of  the  need.  It  looks  like  in 
1994,  that  will  not  be  necessary.  But  it  is  in  fact  a  very  significant 
benefit  to  Vermonters,  and  we  use  up  all  of  that  money,  or  have 
in  the  past. 

Dr.  Sweet  certainly  would  know  more  about  this  than  I,  but  I 
was  chatting  with  Dr.  Grace,  who  is  the  head  of  our  comprehensive 
care  clinic  in  Burlington,  last  week,  and  he  pointed  out  to  me  that 
the  FDA  has  recently  approved  a  new  drug,  oral  gancyclovir,  which 
is  used  to  treat  CMV  retinitis.  It  would  prevent  blindness,  hope- 
fully, or  at  least  be  a  help  in  preventing  blindness  for  people  with 
AIDS  and  who  have  had  CMV  retinitis. 


32 

Dr.  Grace's  estimate  was  that  that  drug  alone  may  cost  in  the 
neighborhood  of  $40  a  day.  That  amounts  to  $15,000  a  year.  In 
Vermont,  if  we  had  four  patients  who  needed  that  medication,  it 
would  consume  all  of  the  $60,000  that  was  allocated  toward  medi- 
cation reimbursement,  or  providing  medication  for  HIV  and  AIDS 
from  Ryan  White  CARE  money. 

So  it  is  very  important,  and  it  is  one  of  the  problems  that  we 
have  in  rural  areas  that  we  just  do  not  have  the  resources  avail- 
able to  meet  those  needs. 

The  Chairman.  Mrs.  Blake. 

Mrs.  Blake.  As  I  said  in  my  testimony,  the  people  who  live  in 
the  rural  areas  have  to  go  to  the  metropolitan  areas  for  their  medi- 
cal care.  If  they  need  to  be  hospitalized,  that  is  emotionally  drain- 
ing on  them.  If  we  can  keep  them  at  home  where  their  support  sys- 
tem is,  that  is  much  better  for  them  emotionally. 

Dr.  Sweet.  The  system  is  starting  to  work — and  I  notice  you  said 
your  hospital  did  not  feel  equipped  to  take  care  of  your  daughter. 
Working  with  the  AIDS  education  and  training  center,  going  to 
smaller  communities,  doing  those  clinics  within  the  communities 
and  pulling  in  the  care  providers,  in  Kansas,  we  are  starting  to  see 
a  change.  We  are  starting  to  see  providers  in  cities  of  3,000  and 
4,000  and  5,000  willing  to  keep  those  patients  if  they  have  got  the 
backup  of  a  little  money  to  help  them,  a  provider  like  me  who  is 
willing  to  talk  to  them  on  the  phone.  And  we  are  seeing  people  able 
to  stay  at  home  more.  That  is  my  goal,  and  that  is  the  goal  for  all 
of  us  who  deal  with  rural  Kansans,  because  it  is  hard  to  have  them 
moved  out  of  their  homes. 

The  Chairman.  Let  me  ask  Mrs.  Blake,  if  I  may,  would  that  have 
been  something  that — it  did  later  become  valuable  to  you  when 
your  daughter  could  be  at  home — ^but  earlier,  would  that  nave  been 
of  help  to  you  to  have  had  that  support  system  more  in  the  commu- 
nity— which  just  was  not  there  at  the  time? 

Mrs.  Blake.  Oh,  yes,  yes.  You  need  the  support  from  day  one, 
the  day  that  you  find  out. 

The  Chairman.  Would  you  feel  that  that  is  the  most  important 
lesson  that  you  and  your  family  learned  from  this  tragedy?  Is  this 
something  that  you  feel  we  need  to  be  cognizant  of,  that  is,  how 
to  make  access  to  the  system  of  support  stronger  and  better,  ear- 
lier? 

Mrs.  Blake.  Yes. 

The  Chairman.  Mr.  Curtis. 

Mr.  Curtis.  Senator  Kassebaum,  the  comprehensive  care  clinic 
in  Burlington  has  also  been  fortunate,  as  I  indicated  in  my  written 
statement.  They  have  received  a  grant  of  Ryan  White  CARE  funds 
to  set  up  satellite  clinics  around  the  State.  It  has  just  started,  but 
in  the  area  where  it  has  started,  it  has  been  extremely  helpful  in 
providing  services  and  educating  doctors  about  HIV  and  AIDS.  It 
was  amazing  to  me  to  see  the  study,  for  example,  that  97  physi- 
cians had  seen  patients  with  HIV,  but  only  23  of  them  had  called 
for  CD4  counts.  That  is  an  amazing  statistic,  and  hopefully  the 
clinic,  in  setting  up  satellite  facilities  around  the  State,  will  help 
to  change  that. 

The  fact  that  these  clinics  are  useful  is  I  think  substantiated  also 
by  the  fact  that  the  initial  grant  proposal  assumed,  for  example,  in 
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Rutland,  which  is  where  they  have  set  up  the  first  satelHte,  they 
assumed  that  they  would  have  15  patients  in  the  first  year.  The 
fact  is  their  experience  has  been  in  the  first  6  months,  they  have 
had  27  new  patients  who  can  be  provided  care  in  that  area  and  will 
have  the  support  system  and  the  home-based  care  and  whatever 
else. 

The  Chairman.  Because  of  the  satellite  system. 

Mr.  Curtis.  Yes,  because  it  is  a  satellite,  and  they  will  be  able 
to  be  treated  in  that  area,  rather  than  have  to  drive  the  60  miles 
to  Burlington. 

The  Chairman.  My  time  is  up,  but  Ms.  Wyman,  you  talked  about 
access  to  the  system  as  well,  and  I  wanted  to  ask  you  is  there  any 
one  thing  that  would  have  helped  you,  perhaps,  in  an  outreach  in 
one  way  or  another,  that  would  have  provided  you  greater  support 
earlier? 

Ms.  Wyman.  Knowing  what  services  were  available.  In  the  begin- 
ning, most  of  the  women  that  I  knew,  the  mothers  of  children  who 
had  AIDS,  we  knew  we  had  a  caseworker,  and  we  knew  where  to 
go,  but  they  were  not  really  specific  about  what  services  we  could 
obtain  for  our  kids. 

Before  writing  my  speech,  I  was  kind  of  doodling,  and  something 
came  to  me — when  I  first  found  out  my  two  boys  were  infected,  I 
would  go  the  clinic,  and  they  would  just  do  the  primary  care,  but 
I  did  not  know  other  services  were  available  to  me.  They  would  not 
tell  me;  unless  I  asked,  they  would  not  just  come  out  and  tell  me 
these  are  what  services  are  available  to  your  children. 

I  get  home  care  for  my  son  now.  I  live  in  a  big  city,  and  we  have 
a  lot  of  satellite  clinics  and  a  lot  of  outreach  for  people  in  the  com- 
munities. But  the  home  care  is  better  for  me  because  it  means  less 
time  for  me  to  travel.  I  could  be  doing  my  cooking,  washing  my 
clothes,  instead  of  sitting  in  the  clinic  for  2  hours  for  my  son  to  get 
i.v.i.g.  treatment.  I  could  be  at  home,  cooking  and  so  on.  So  the 
home  care  has  been  fabulous  since  we  started  that. 

The  Chairman.  Thank  you  veiy  much.  My  time  is  up. 

Senator  Simon. 

Senator  Simon.  Thank  you.  I  regret  I  got  here  a  little  late.  I  have 
been  glancing  through  the  testimony,  and  I  simply  want  to  thank 
all  four  of  you  for  standing  up.  I  really  appreciate  it.  A  great  many 
people  in  this  country  can  benefit  by  the  fact  that  you  have  had  the 
courage  to  stand  up. 

Thank  you.  Madam  Chairman. 

The  Chairman.  Thank  you  very  much. 

Senator  Jeffords. 

Senator  Jeffords.  David,  the  last  program  you  referred  to  is  not 
under  Title  II;  that  is  a  special  grant  under  SPNS? 

Mr.  Curtis.  Yes,  that  is  my  understanding. 

Senator  Jeffords.  I  am  concerned  about  the  increasing  demand 
and  the  decreasing  resources  problem.  I  wonder.  Dr.  Sweet  and 
others,  if  we  shouldn't,  as  we  go  more  forward  with  health  care  re- 
form, try  to  separate  out  the  medical  care,  component  funded 
through  Ryan  White,  so  that  through  reform  coverage  would  be 
provided  across  the  board. 
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Can  you  make  an  appropriate  separation  of  those  costs  versus 
those  costs  for  compassionate  care,  social  services,  and  the  other 
needs  of  AIDS  patients? 

Dr.  Sweet.  Probably  not.  Again,  I  believe  HIV/AIDS  is  a  primary 
care  disease.  I  think  people  like  general  internists  and  family  medi- 
cine doctors  are  the  ones  best-prepared  to  do  it  because  

Senator  Jeffords.  No.  I  am  talking  about  funding  now; 
shouldn't  that  funding  source  come  from  normal  health  care  fund- 
ing? 

Dr.  Sweet.  In  an  ideal  world,  yes,  but  again  you  would  have  to 
have  all  providers  up  to  snuff  in  knowing  to  do  a  CD4  count  if  you 
have  an  HIV-infected  person.  Certainly  in  an  ideal  world,  I  would 
hope  all  patients  would  have  equal  access  to  all  care  and  be  able 
to  get  the  medications  they  need  for  a  reasonable  quality  of  life. 
That  is  not  going  to  occur  very  quickly,  and  I  think  right  now  we 
do  have  at  least  a  beginning  system  where  HIV/AIDS  as  a  very 
specific  and  difficult  disease  can  be  cared  for  through  these  funds. 

So  that  yes,  eventually,  down  the  road,  in  an  ideal  world,  I  would 
hope  for  equal  access  for  all  Americans  to  whatever  they  needed, 
be  it  their  AIDS,  their  hypertension,  or  their  diabetes.  But  for  right 
now,  in  the  system  that  I  operate  in,  especially  in  a  rural  commu- 
nity, that  is  simply  not  feasible. 

Senator  Jeffords.  I  understand. 

David,  you  mentioned  in  your  testimony  the  problem  of  confiden- 
tiality, especially  in  rural  areas,  and  the  receptiveness  of  the  com- 
munity to  the  presence  of  AIDS  victims.  And  you  mentioned  I  think 
some  rather  sad  incidents,  and  I  wonder  if  you  would  perhaps  re- 
late those,  as  to  what  happened  to  your  Vermont  CARES  facilities, 
for  instance. 

Mr.  Curtis.  The  one  that  comes  to  mind  immediately  and  that 
I  referred  to  in  my  written  statement  is  the  young  man  who  lived 
in  a  rural  community  in  Vermont  who  had  concerns  about  what 
would  happen  if  indeed  the  community  became  aware  that  he  was 
HIV-positive.  As  a  result,  he  told  everyone  that  he  had  leukemia. 
And  shortly  after  he  received  some  mail  from  an  AIDS-related  or- 
ganization in  California,  somehow  or  other,  people  in  the  commu- 
nity became  aware  of  the  fact  that  he  was  HIV-positive,  or  they  as- 
sumed he  was  HIV-positive  and  in  fact  correctly  made  that  as- 
sumption. 

The  result  of  that  knowledge  was  that  indeed,  people  began  call- 
ing and  making  death  threats,  people  drove  by  his  home  and  threw 
rocks  at  his  home;  someone  set  fire  to  his  home. 
•  What  we  did  as  Vermont  CARES  was  to  try  to  assist  him  in  mov- 
ing, frankly,  from  the  rural  area  into  Burlington,  so  that  he  had 
more  anonymity  and  more  protection  and  felt  safer.  He  never  really 
felt  safe,  frankly,  until  he  died,  and  he  died  a  few  weeks  later,  after 
he  moved. 

That  fear  is  real,  and  the  Vermont  CARES  office,  as  you  know, 
Jim,  was  set  on  fire  last  year.  We  do  not  know  who  did  it  or  why, 
but  it  was  in  fact  set  on  fire  by  an  arsonist. 

Anonymity  is  something  that  cannot  be  preserved.  I  had  a  situa- 
tion in  which  another  lawyer  from  Burlington  called  me;  he  had  a 
client  who  came  into  his  office  and  told  him  that  the  client  had 
been  in  the  hospital  recently  and  had  seen  my  name  on  a  list  of 
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people  who  were  HIV-positive,  and  he  therefore  automatically  as- 
sumed that  I  had  AIDS.  Again,  it  was  a  correct  assumption,  but 
it  was  the  fact  that  I  could  not  preserve  that  confidentiality  and 
that  anonymity. 

The  support  services  that  Vermont  CARES  provides,  however, 
are  just  that — they  are  support  services.  And  to  get  back  to  your 
earlier  question,  I  am  not  sure  that  the  medical  model  and  medical 
reimbursement  anticipate  those  kinds  of  support  services.  Maybe  it 
should — it  certainly  should.  It  is  something  that  you  need  to  con- 
sider in  health  care  reform.  But  I  am  not  sure  today  that  the  medi- 
cal model  anticipates  that  kind  of  support  services  that  organiza- 
tions such  as  Vermont  CARES  provides.  And  we  do  not  get  any 
Ryan  White  CARE  funds  at  all. 

Senator  Jeffords.  Thank  you. 

If  there  were  an  increase  in  funding  in  Vermont,  what  would  you 
use  it  for?  What  needs  do  you  have? 

Mr.  Curtis.  I  think  my  recommendation  would  be,  as  I  indicted 
in  my  statement,  two  things.  No.  1,  our  money  will  be  allocated, 
I  assume,  also  by  the  statewide  consortium  of  care  providers,  but 
CARE  case  management  and  support  has  been  provided  primarily 
to  people  with  AIDS  by  local  AIDS  service  organizations,  all  of 
which  are  community-based  organizations.  I  assume  that  that 
would  continue,  and  most  of  the  money,  or  some  of  the  money, 
would  certainly  go  toward  supporting  those  organizations  and  pro- 
viding that  kind  of  care,  because  we  do  not  have  that  support  now. 

The  organization,  for  example,  that  principally  does  Windsor 
County  is  strictly  a  volunteer  organization.  They  do  not  have  the 
resources  available  to  provide  professional  case  management  care 
for  people  in  that  area  with  HIV  and  AIDS,  and  they  do  not  do  it. 
Other  areas  have  similar  problems. 

We  are  fortunate  in  Vermont  CARES  that  we  do  have  the  sup- 
port of  the  community  and  have  been  able  to  raise  money  to  pro- 
vide full-time  case  management  care.  But  we  have  two  case  man- 
agers today  who  are  assigned  to  cover  50  percent  of  the  population 
of  the  State,  and  frankly,  they  cannot  do  it  adequately. 

Senator  Jeffords.  Thank  you  all  for  very  moving  and  very  help- 
ful testimony. 

Thank  you.  Madam  Chairman. 

The  Chairman.  Senator  Well  stone? 

Senator  Wellstone.  Thank  you.  Madam  Chair.  I  will  be  very 
brief  because,  like  Senator  Simon,  I  came  in  at  the  very  end  of  the 
panel's  testimony. 

First  of  all,  Madam  Chair,  I  would  ask  unanimous  consent  that 
my  statement  be  included  in  the  record,  along  with.  Madam  Chair, 
some  very  helpful  data  and  information  supplied  to  me  by  Bob 
Tracy  from  the  Minnesota  AIDS  Project.  I  would  like  to  have  that 
included  in  the  record. 

The  Chairman.  Without  objection,  it  will  be  included  in  the 
record.  We  also  will  put  the  prepared  statements  of  Senators  Har- 
kin  and  Mikulski  in  the  record. 

[The  prepared  statement  of  Senator  Wellstone  with  an  attach- 
ment and  the  prepared  statements  of  Senators  Harkin  and  Mikul- 
ski follow:] 
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Prepared  Statement  of  Senator  Wellstone 


In  only  14  years,  since  the  first  description  of  a  patient  dying 
with  AIDS,  more  Americans  will  have  been  diagnosed  with  AIDS 
than  died  in  all  the  wars  in  which  the  United  States  has  been  in- 
volved since  the  Civil  War.  In  fact,  AIDS  has  become  the  leading 
cause  of  death  for  all  Americans  between  25-44  years  old. 

In  addition  to  these  disturbing  statistics,  the  face  of  the  AIDS 
epidemic  has  been  changing  as  well,  with  some  of  our  most  vulner- 
able citizens  being  afflicted  in  increasing  numbers.  Because  of  the 
rise  in  heterosexual  transmission  of  HIV  infection,  the  risk  for 
women  and  adolescents  has  increased,  particularly  in  blacks  and 
Hispanics.  And  while  the  epidemic  continues  to  spread  in  urban 
areas,  it  is  also  rapidly  expanding  in  smaller  communities.  In  Min- 
nesota, over  2,000  individuals  have  been  diagnosed  with  AIDS 
through  June,  1994,  with  12  percent  diagnosed  outside  of  the  Min- 
neapolis/St. Paul  area. 

No  table  of  infection  rates,  or  listing  of  demographics  of  afflicted 
individuals  can  do  justice  to  the  terrible  tragedy  of  this  disease. 
Women  and  children  are  being  infected,  orphans  are  being  left  be- 
hind, and  inadequate  resources  are  available  to  help  alleviate  the 
suffering. 

The  Ryan  White  CARE  Act  was  developed  to  improve  the  avail- 
ability and  quality  of  medical  and  support  services  for  individuals 
and  families  with  HIV  infection.  The  contribution  this  Act  has 
made  to  those  struggling  against  this  devastating  epidemic  has 
been  immeasurable  and  the  authors  have  a  lot  to  be  proud  of 
Many  people  living  with  AIDS  depend  on  the  Ryan  White  CARE 
Act  for  their  survival. 

The  funding  has  been  largely  directed  to  geographic  areas  and 
programs  that  are  responsible  for  the  care  and  services  provided  to 
the  greatest  number  of  AIDS  patients.  But  all  areas — urban  and 
rural — still  have  unmet  needs.  Indeed,  many  of  the  services  that 
the  Act  provides,  help  only  to  partially  fill  the  significant  gaps  and 
failings  that  exist  in  our  current  health  care  system.  People  with 
AIDS  are  impacted  by  the  failure  of  our  current  system  to  provide 
home  and  community-based  care.  They  encounter  all-too-often  a 
rural  infrastructure  that  is  fragile  and  difficult  to  access.  And  fi- 
nally, they  bear  the  tremendous  burden  of  a  private  insurance  sys- 
tem that  is  riddled  with  limits  and  exclusions  in  coverage. 

Some  concern  has  been  raised  about  the  present  funding  formula, 
and  whether  inequities  in  the  distribution  of  funding  exist,  pri- 
marily as  a  result  of  the  changing  characteristics  of  the  AIDS  epi- 


may  be  the  case,  and  that  adjustments  in  the  funding  formula 
might  better  serve  AIDS  patients  and  more  fairly  reflect  the  needs 
of  the  population.  Any  new  formula  should  minimize  any  interrup- 
tion or  disruption  in  services,  recognizing  the  stress  of  a  dispropor- 
tionate impact  of  cases  on  urban  areas,  but  also  provide  a  fair  qual- 
ity of  care  and  support  services  to  patients  regardless  of  where  they 
live. 

In  reworking  the  formula,  we  must  not  lose  sight  of  the  bottom 
line — the  Ryan  White  CARE  Act  must  be  reauthorized.  And  in  the 
process,  we  should  keep  the  following  principles  in  mind: 


demic.  The  study  released 
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a.  AIDS  is  a  tragic  disease  that  can  afflict  any  member  of  our  so- 
ciety including  heterosexuals,  women,  and  children. 

b.  The  best  hope  for  patients  with  AIDS  will  come  through  re- 
search directed  at  understanding  this  disease,  and  learning  how  to 
arrest  it. 

c.  To  eliminate  the  threat  of  AIDS  for  future  generations  will 
take  a  commitment  to  basic  research,  and  ultimately,  development 
of  an  AIDS  vaccine. 

d.  For  those  patients  with  AIDS  and  their  families,  we  must,  as 
a  humane  and  compassionate  society,  provide  the  highest  level  of 
medical  and  support  services  possible. 
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IIIV/Ains  in  Minnesota 

o   2,298  cases  of  AIDS  have  been  re^o:  :d  in  Minnesota  ( L,335  of  these  people  have  died). 
267  new  cases  were  reported  in  1 094 

2,089  individuals  have  been  reported  to  be  HIV  infected,  but  widiout  an  AIDS  diagnosis  (10*7 

of  these  people  have  died). 

251  new  cases  were  reported  in  1994. 

0  j  I A  record  number  of  Minnesotans  died  from  cxjmplications  caused  by  AIDS  in  1994. 
1 1  Tliere  were  250  AlDS-related  deaths. 

o    Newly  reported  cases  of  AIDS  are  expected  to  continue  to  grow  at  a  rate  of  13  %  per  year. 

0   The  CDC  reported  thai  AIDS  is  the  nation's  leading  cause  of  death  for  those  between  the  ages 
25  and  44, 

In  Minneapolis,  AIDS  is  the  leading  cause  of  death  among  white  men  betwe«i  the  ages  25  anc 
44.  It  is  the  second  leading  cause  of  death  among  Afiican  American  men  in  the  same  age 
group. 

o   In  Minnesota,  the  epidemic  continues  to  primarily  affect  men  who  have  sex  with  men. 

82%  of  those  diagnosed  with  AIDS  report  male-male  sex  as  a  risk  factor.  This  rate  remained 
the  same  during  the  year  1994.  7\%  of  those  reported  as  iilV-infected  reported  male-male  ss:-: 
as  a  risk  factor.  In  1994,  85%  of  the  new  infections  involveed  male-male  sex  as  a  risk  factor. 

o   A  trcaid  (hzt  has  been  apparent  for  the  past  few  years,  both  nationally  and  in  Minnesota:  An 
abov&-average  number  of  cases  arc  occurring  in  inner-city  areas,  and  among  the  racial  and 
ethnic  minorities  who  often  live  there. 


Incidence^amcMig  African  American  popiilatimismu^^ 


African  Americans  rq>resent  22%  of  the  state's  population,  but  13%  of  the  total  numba*  AiB^ 
cases  andJ24^_of  the  reputed  jnfecbp^^^ 


^  Drug  use  parteras  are  diffOTent  in  Minnesota. 


7%  of  AIDS  cases  r^rt  IDU  (injecting  drug  use)  as  the  only  risk  factor.  This  compares  to 
24%  nationally.  However,  1 3%  of  those  with  HTV  infection  report  IDU  as  the  only  risk  faclCi- 
(though  the  rate  was  10%  for  the  year  1994). 

Relatively  low  infection  rates  due  to  IDU  have  kept  the  spread  of  HTV  to  womeai,  childrai,  ana 
thiDugh  hetercwexual  popuhitions  to  levels  well  below  the  avoBge. 
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Prepared  Statement  of  Senator  Harkin 

Madam  Chairman,  the  AIDS  emergency  is  far  from  over.  In  fact, 
it's  getting  worse.  According  to  the  Centers  for  Disease  Control  and 
Prevention,  AIDS  is  now  the  number  one  killer  among  American 
males  aged  25-44.  Over  440,000  cases  of  AIDS  have  been  reported 
in  the  United  States,  and  the  rate  of  infection  is  growing  in  many 
segments  of  the  population,  particularly  among  youth  and  people 
of  color. 

We  need  to  move  quickly  on  reauthorization  of  the  Ryan  White 
CARE  Act  to  ensure  that  the  critical  services  it  provides  are  not 
interrupted  when  the  Act  expires  this  fall.  I  commend  the  Chair- 
man for  her  leadership  in  expediting  reauthorization.  By  achieving 
an  acceptable  compromise  between  rural  and  urban  interests,  her 
bill  makes  it  possible  to  move  forward  on  this  vital  issue. 

I  am  concerned,  however,  that  the  bill's  consolidation  of  title  I 
and  title  II  grants  into  a  single  appropriation  takes  away  Congress' 
ability  to  be  flexible  in  responding  to  the  AIDS  crisis  year  by  year. 
This  is  not  good  policy — it  unduly  ties  the  hands  of  appropriators. 
It  is  unfortunate  that  this  provision  has  been  included  in  the  bill, 
and  I  hope  it  could  be  reconsidered  as  the  bill  progresses. 

The  Ryan  WTiite  CARE  Act  has  a  history  of  strong,  bi-partisan 
support  in  Congress.  I  hope  we  can  continue  this  tradition  and 
move  quickly  cn  passage  of  the  Ryan  White  CARE  Reauthorization 
Act  of  1995. 

Prepared  Statement  of  Senator  Mikulski 

Good  morning.  I'd  like  to  thank  you  Senator  Kassebaum  for  ar- 
ranging this  hearing  today.  The  Ryan  White  CARE  Act  is  working. 
It  is  working  because  it  is  providing  needed  services  like  primary 
medical  care,  case  management,  home  and  community  based  care, 
and  funds  for  prescription  drugs  and  other  life  saving  treatments 
to  people  with  AIDS. 

Congress  passed  this  law  to  fill  a  real  need.  Many  Marylanders 
with  AIDS  would  have  gone  without  care  or  received  substandard 
care  if  we  had  not  passed  this  law.  Because  it  is  working  so  well, 
I  believe  we  must  move  ahead  and  reauthorize  the  Ryan  White  Act. 
While  some  fine  tuning  to  the  Act  may  be  necessary,  we  must  not 
break  down  the  excellent  infrastructure  that  has  been  established 
in  many  states  and  cities  over  the  last  five  years  to  meet  the  needs 
of  their  residents  with  AIDS. 

This  epidemic  continues  to  grow.  Americans  with  this  horrible 
disease  need  the  support  provided  by  the  Ryan  White  Act.  In  Mary- 
land the  number  of  reported  AIDS  cases  has  increased  every  year 
since  1990.  By  far  the  greatest  growth  has  been  in  the  Baltimore 
metropolitan  area.  In  the  city  alone,  in  1993  there  was  a  65  percent 
increase  in  the  AIDS  caseload.  I  want  to  be  sure  that  the  Ryan 
White  Act  can  continue  to  provide  services  to  those  persons  with 
the  disease  in  Baltimore,  in  Maryland,  and  the  other  cities  and 
states  in  the  country  who  most  need  it. 

I  know  there  are  some  questions  about  the  fairness  and  equity 
of  the  funding  forumulas  under  this  Act.  We  will  review  these 
questions  today.  But,  I  also  believe  that  we  cannot  ignore  the 
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human  element  of  this  disease  and  the  individuals  whose  lives 
have  been  affected  by  it. 

We  must  listen  not  only  to  those  who  will  come  before  us  today 
from  GAO  and  from  the  Administration  but  also  to  the  individuals 
we  will  hear  from  who  have  the  disease  or  have  children  who  have 
the  disease.  We  cannot  forget  their  tragic  stories.  We  cannot  ignore 
how  this  law  has  improved  their  lives.  We  cannot  allow  the  need 
for  technical  changes  to  funding  formulas  to  delay  the  reauthoriza- 
tion of  this  Act.  Let's  move  ahead  and  continue  providing  help  to 
those  with  AIDS. 

Thank  you  again  Madame  Chairwoman. 

Senator  Wellstone.  I  too  would  like  to  thank  each  and  every 
one  of  you.  I  am  reluctant,  not  knowing  what  questions  were  asked, 
to  ask  the  same  questions,  because  I  know  we  have  other  panels. 
I  did  hear  as  I  came  in  a  focus  on  rural  communities,  and  Madam 
Chair,  in  this  whole  issue  of  equitable  formula  and  how  we  can 
make  the  best  use  of  resources,  it  seems  to  me  there  are  two  things 
to  keep  in  mind.  One  is  that  the  research  on  the  vaccine  is  a  must. 
That  is  essential.  That  is  what  we  want  to  have  happen.  And  then 
the  other  issue  is  support  for  people  who  are  struggling  with  this 
illness  and  how  we  best  do  that. 

There  was  a  marvelous  piece  written  by  a  woman — I  think  her 
name  is  Jackie  Brzanski — called  "Aids  in  the  Heartland" — I  think 
she  won  many  awards — about  two  friends  of  mine  who  passed 
away,  Dick  Hanson  and  Bert  Heningson.  And  the  argument  was 
made — in  Minnesota,  we  have  had  2,000  individuals  over  the  years 
who  have  been  diagnosed  with  AIDS,  and  12  percent  of  them  live 
outside  the  metropolitan  area.  This  piece  was  really  marvelous, 
and  it  was  a  tremendous  education  for  Minnesota  because  it  was 
about  two  young  men  who  struggled  not  only  with  the  disease  but 
with  the  stigma,  but  it  was  also  about  how  people  in  the  commu- 
nity ultimately  came  together.  So  it  was  ultimately  about  the  good- 
ness of  people. 

So  I  do  appreciate  the  fact  that  as  we  think  about  Ryan  White 
moneys — through  the  Department  of  Public  Health,  we  work  with 
31  community -based  support  networks,  and  it  has  been  very,  very 
important.  I  am  just  so  impressed  with  what  the  community  has 
done.  But  the  need  is  there,  and  we  have  to  do  more,  and  clearly 
the  emphasis  on  outside  the  metro  area  is  extremely  important. 

And  my  final  point  is  that  again,  my  indignation  is  that  we  have 
been  so  slow  on  the  research,  so  slow  in  finding  the  cure.  It  is  so 
important  and  so  compelling.  But  I  do  think  that  for  those  men  and 
women,  young  or  older,  who  are  struggling  with  this  disease,  at  a 
minimum,  people  ought  to  be  able  to  live  at  home,  people  ought  to 
be  able  to  live  with  dignity.  I  think  that  that  has  to  be  the  founda- 
tion of  it,  and  I  think  that  is  part  of  what  Ryan  White  has  been 
about. 

I  thank  you  very  much  for  being  here,  and  I  apologize  for  not 
hearing  the  beginning. 
Thank  you.  Madam  Chair. 
The  Chairman.  Thank  you.  Senator  Wellstone. 
Senator  DeWine? 

Senator  DeWine.  Let  me  also  ioin  my  colleagues  in  thanking  all 
of  you  for  your  testimony.  It  has  been  very,  very  helpful. 
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Ms.  Wyman  and  Mrs.  Blake,  thank  you  for  having  the  courage 
to  be  here  today.  I  do  not  think  there  is  anything  worse  in  Hfe  than 
losing  a  child,  and  the  fact  that  you  were  here  this  morning,  had 
the  courage  to  be  here  and  share  information  with  us  took  not  only 
a  lot  of  courage,  but  I  want  you  to  know  it  matters.  It  makes  a  dif- 
ference that  you  were  here  this  morning. 

As  the  chairman  has  indicated,  we  are  in  the  process  of  the  reau- 
thorization, and  one  of  the  things  that  we  have  to  look  at,  of 
course,  is  the  equity  of  the  funding  mechanism,  and  certainly  we 
want  to  do  that,  to  make  sure  the  money  goes  as  far  as  it  can  go 
and  that  the  formula  is  as  fair  as  possible. 

The  other  thing  that  we  need  to  look  at,  both  from  the  way  the 
law  is  written  and  also  the  way  the  law  in  the  local  communities 
is  actually  administered,  is  if  there  are  any  problems,  and  if  there 
are  any  problems  that  have  arisen  or  anything  that  could  be 
changed  that  would  make  it  better  for  people  who  are  providing  the 
services  as  well  as  for  individuals  who  do  have  AIDS. 

For  example,  people  in  Ohio  have  told  me  that  to  get  emergency 
funds,  they  have  to  fill  out  many,  many  forms.  One  person  told  us 
yesterday  it  takes  six  to  ten  forms  just  to  get  emergency  funds. 
Now,  I  do  not  know  if  that  is  the  way  the  law  is  written,  or  it  may 
be  more  likely  the  way  the  law  is  administered,  maybe  even  the 
way  it  is  administered  in  Ohio,  but  that  would  be  an  example  of 
something  that  we  might  want  to  change. 

Another  example  that  my  staff  was  given  was  that  sometimes 
the  money  can  only  be  used  if  the  consortium  sets  up  a  specific  pro- 
gram— ^for  example,  food.  We  had  one  case  where  they  were  not 
able  to  take  the  Ryan  White  money  and  actually  buy  into  the 
Meals-on-Wheels  program,  a  preexisting  program. 

Those  are  just  two  examples  that  I  am  certainly  going  to  check 
out,  but  I  use  them  as  examples  to  kind  of  prod  your  thinking  and 
see  if  anybody  on  the  panel  has  other  problems  that  you  see  that 
you  would  like  to  share  with  the  committee.  Things  that  this  com- 
mittee should  know  about  as  we  go  through  the  process  of  reau- 
thorization. 

Does  anybody  have  anything  else?  You  have  mentioned  some  al- 
ready. 
Ms.  Wyman. 

Ms.  Wyman.  For  the  women  and  the  children,  a  lot  of  times, 
women  will  go  to  these  services  to  get  financial  help  either  for  rent, 
food  vouchers,  or  whatever  it  may  be,  and  my  problem  is  that  a  lot 
of  these  organizations — I  mean,  still  in  1995,  people  think  you  have 
to  have  that  "look."  If  I  look  good,  and  I  walk  into  this  organization 
and  ask  for  help,  they  wonder,  ''Why  are  you  here?"  And  if  I  am 
on  disability,  or  my  child  is  on  disability,  they  think  that  is 
enough — but  back  home,  in  my  kitchen,  there  is  no  food,  and  so  on. 

So  there  is  discrimination  against  women  who  look  good,  they  do 
not  have  "the  look."  That  is  what  I  have  found  in  a  lot  of  agencies, 
even  in  1995. 

Senator  DeWine.  Mr.  Curtis. 

Mr.  Curtis.  Senator  DeWine,  I  think  that  that  probably  occurs 
generally.  I  think  it  certainly  is  a  problem  from  my  standpoint  and 
from  what  I  have  seen  in  terms  of  women  with  HIV  and  AIDS.  I 
think  it  also  occurs  generally. 
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And  I  will  tell  you  again,  I  was  chatting  with  Senators  Jeffords 
and  Stafford  last  night  at  dinner,  and  it  makes  a  difference  to  be 
a  well-known  lawyer  in  the  community  when  you  are  dealing  with 
such  things  as  Social  Security  disability.  My  application  for  Social 
Security  disability  insurance  was  approved  in  6  weeks,  which  I 
think  is  probably  a  record. 

Ms.  Wyman.  It  took  me  3  years. 

Mr.  Curtis.  Absolutely — and  Ms.  Wyman's  experience  of  3  years 
is  not  unusual.  It  was  absolutely  remarkable.  It  makes  such  a  dif- 
ference, as  I  said  earlier,  to  be  a  WASP  lawyer. 

That  would  be  my  comment  in  response.  I  think  the  problem  we 
have  with  Ryan  White  CARE  money  is  that  we  just  have  so  little 
of  it  that  we  do  not  have  to  worry  about  forms  and  things  like  that. 

Dr.  Sweet.  Senator  DeWine,  I  would  simply  ask — and  I  think 
the  way  the  Act  is  constructed  now,  especially  with  Title  II,  the 
problems  that  you  have  addressed  may  very  well  be  within  your 
State  coalition  

Senator  DeWeste.  I  suspect  that  may  be,  yes. 

Dr.  Sweet,  [continuing.]  Because  our  State  has  a  wonderful  sys- 
tem, and  we  do  conference  calls,  and  if  it  looks  like  we  are  going 
to  have  a  little  excess  in  one  place,  all  it  takes  is  a  conference  call 
and  everybody  agrees  by  assent  that  we  will  do  something  else. 

We  had  a  need  for  ENSURE,  which  is  a  nutritional  supplement, 
and  we  had  a  little  extra  money  in  transportation,  so  we  all  got  on 
the  phone  and  voted  to  put  it  into  ENSURE  money. 

Right  now,  the  Act  is  constructed  such  that  that  can  be  done 
within  the  community  if  you  do  have  any  moneys,  and  I  would 
hope  that  that  would  continue,  because  it  does  allow  the  flexibility 
that  has  to  occur. 

Senator  DeWine.  I  think  the  flexibility  is  just  absolutely  a  key, 
I  appreciate  your  comments. 

Thank  you  very  much. 

The  Chairman.  Senator  Dodd,  do  you  have  any  questions? 

Senator  Dodd.  Madam  Chairman,  I  will  not  ask  questions  at  this 
point,  but  will  just  thank  you  for  holding  the  hearing  and  thank 
our  witnesses  for  coming  this  morning.  I  have  had  a  chance  to  re- 
view your  testimony,  which  is  obviously  compelling. 

We  in  Connecticut  have  the  5th-highest  rate  of  AIDS  in  the  coun- 
try, and  91  percent  of  our  AIDS  cases  occur  basically  in  one  greater 
metropolitan  area,  the  Hartford-New  Haven-Bridgeport  area.  So  as 
we  look  at  the  distribution  formulas,  we  have  to  be  very  conscious 
of  the  fact  that  there  is  a  growing  problem  in  certain  concentrated 
areas.  The  epidemic  is  diversifying,  obviously,  and  we  have  to  be 
mindful  of  that  as  well — ^but  my  hope  is  that  as  we  look  at  the 
scarce  dollars  we  are  going  to  have  here,  we  will  be  very  cognizant 
that  there  are  some  areas  that  seem  to  have  a  disproportionate 
concentration.  And  on  an  issue  that  I  know  the  chairperson  cares 
deeply  about,  which  is  children.  New  Haven  ranks  as  one  of  the 
highest  in  the  country  in  that  particular  area. 

So  I  am  grateful  for  the  hearing,  and  hopefully,  we  can  work  out 
some  good  compromises  as  we  move  forward,  while  being  very  cog- 
nizant of  the  fact  that  it  is  a  staggering  problem  in  some  of  our 
urban  areas.  We  in  Connecticut  feel  it  poignantly  with  the  5th- 
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highest  rate  in  the  country  and  where  the  concentration  primarily 
in  three  of  our  cities.  So  we  have  to  be  very  aware  of  that. 
Thank  you. 

The  Chairman.  Thank  you. 
Senator  Simon. 

Senator  Simon.  Madam  Chair,  I  read  what  Krista  wrote  for  her 
own  memorial  service,  and  her  final  words  were:  "You  still  have 
your  life,  so  don't  waste  it.  Use  it  to  do  good  things."  That  is  a  good 
admonition  for  all  of  us. 

The  Chairman.  I  want  to  thank  all  of  you  so  much.  As  Senator 
DeWine  said,  it  has  made  a  difference  that  you  were  here.  I  know 
it  is  not  always  easy  to  make  the  effort  to  come,  but  thank  you  so 
very  much. 

That  concludes  this  panel. 

Next,  it  is  a  pleasure  to  welcome  Dr.  Philip  Lee,  who  is  assistant 
secretary  for  health  in  the  Department  of  Health  and  Human  Serv- 
ices. 

Good  morning.  Dr.  Lee,  and  you  may  want  to  introduce  those 
who  are  with  you. 

STATEMENT  OF  HON.  PHILIP  R.  LEE,  ASSISTANT  SECRETARY 
FOR  HEALTH,  U.S.  DEPARTMENT  OF  HEALTH  AND  HUMAN 
SERVICES,  WASHINGTON,  DC,  ACCOMPANIED  BY  G.  STEPHEN 
BOWEN,  DIRECTOR  OF  THE  RYAN  WHITE  PROGRAM, 
HEALTH  RESOURCES  AND  SERVICES  ADMINISTRATION,  AND 
DR.  ERIC  GOOSBY,  DIRECTOR-DESIGNATE,  OFFICE  OF  AIDS 
AND  HIV  POLICY 

Dr.  Lee.  Thank  you  very  much.  Madam  Chairman.  I  am  honored 
to  be  here. 

On  my  right  is  Dr.  G.  Stephen  Bowen,  the  director  of  the  Ryan 
White  Program  in  the  Health  Resources  and  Services  Administra- 
tion in  the  Public  Health  Service,  and  on  my  left  is  Dr.  Eric 
Goosby,  who  is  the  director-designate  of  our  Office  of  AIDS  and 
HIV  Policy  in  the  Public  Health  Service. 

The  testimony  which  I  would  like  to  submit  for  the  record  really 
details,  I  think,  the  status  of  the  epidemic,  the  accomplishments, 
and  what  we  are  proposing.  And  after  what  we  have  heard,  it  is 
really  difficult  to  testify,  about  not  only  the  eloquent  individual 
statements  about  the  human  face  of  the  epidemic  and  the  con- 
sequences for  individuals  and  families,  for  practitioners.  I  think 
one  could  hardly  improve  upon  what  has  been  said  this  morning, 
and  I  think  we  were  all  honored  and  privileged  to  have  been  wit- 
nesses to  this  testimony. 

Let  me  just  summarize  a  few  points,  putting  perhaps  a  statistical 
face  on  what  we  have  heard  in  very  human  terms.  But  the  impor- 
tant part  is  what  you  have  heard  before,  rather  than  the  statistics. 

If  one  simply  looks  at  the  chart,  one  sees  what  has  happened  to 
the  epidemic  since  the  beginning  in  1983.  To  date,  there  are 
440,000  cases  of  AIDS  reported  in  the  United  States,  243,000 
deaths.  We  heard  about  two  of  those  deaths  this  morning.  There 
have  been  243,000.  And  in  the  famihes,  those  stories  have  been  re- 
peated over  and  over  and  over  again. 

As  Senator  Hatch  indicated,  AIDS  is  now  the  number  one  killer 
of  individuals  from  25  to  44.  We  have  had  a  spread  of  the  epidemic 
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from  the  original  16  cities  5  years  ago,  to  42  cities  now.  We  have 
had  the  spread  in  rural  areas,  which  we  have  heard  described  so 
eloquently. 

The  shift  in  those  who  are  affected — children  and  youth,  adoles- 
cents— there  are  more  children — and  again,  I  think  we  could  not 
have  heard  more  eloquent  testimony  than  we  heard  this  morning 
about  the  impact  on  a  family  when  a  child  is  HIV-infected  and  then 
has  AIDS — women  and  minorities.  That  is  the  statistical  face  of  the 
epidemic. 

With  the  Ryan  White  program,  we  have  heard  a  number  of  state- 
ments, very  eloquent,  about  the  accomplishments,  and  let  me  just 
try  to  summarize  those.  There  has  been  increased  access  to  care, 
increased  medical  and  support  services — and  those  support  services 
are  often  as  important  or  more  important  than  the  medical  services 
that  are  provided,  and  they  are  not  provided — I  think,  Senator  Jef- 
fords, you  asked  about  the  coverage;  well,  often,  those  support  serv- 
ices or  enabling  services,  as  we  would  call  them,  are  often  not  cov- 
ered in  private  insurance  or  other  health  insurance  programs.  They 
are  a  vital  part  of  this  program. 

We  have  significant  increase  HIV  knowledge  among  physicians 
and  other  practitioners,  so  that  access  to  care  can  be  provided. 
Without  those,  the  access  would  be  a  sham.  We  have  developed  an 
extraordinarily  effective  partnership  between  the  Federal  Govern- 
ment, State  governments,  and  local  governments,  and  then  the  pro- 
viders of  care  in  those  communities.  This  has  become  a  model  for 
other  programs.  We  are  actually  now  applying  this  model  to  the 
HIV  prevention  programs  at  the  Centers  for  Disease  Control,  and 
we  hope  to  see  that  applied  in  other  consolidated  programs  at  the 
Centers  for  Disease  Control. 

Cost-effective  systems  of  care.  These  are  really  extraordinarily 
cost-effective  when  you  have  a  continuum  of  care  and  you  compare 
that  to  traditional  medical  care.  Patients  would  end  up  in  the 
emergency  room  in  the  hospital.  The  costs  are  dramatically  less 
when  you  have  a  continuum.  And  as  Dr.  Sweet  indicated,  often  a 
patient  can  be  cared  for  completely  without  being  hospitalized. 

And  we  have  seen  the  development  of  delivery  systems  in  rural 
areas.  These  are  very  significant  accomplishments  in  a  relatively 
short  period  of  time. 

I  will  not  detail  the  current  program,  I  think  you  are  all  familiar 
with  the  programs  of  the  four  titles.  Title  I  is  currently  for  the  42 
metropolitan  areas,  the  eligible  areas;  Title  II,  the  50  States — and 
there,  I  think  the  important  things  have  been  the  consortia  and  the 
cooperation,  and  again  Dr.  Sweet  described  that  eloquently — and 
the  funds  for  the  purchase  of  drugs,  and  Mr.  Curtis  mentioned  the 
need  for  increased  funding  in  that  regard.  And  one  of  the  proposals 
we  will  make  is  that  the  minimum  grant  to  States  be  increased  to 
$250,000,  which  would  certainly  help  a  State  like  Vermont  pur- 
chase drugs  if  they  chose  to  make  those  decisions. 

The  Chairman.  Pardon  me.  Dr.  Lee— did  you  say  $250  million? 

Dr.  Lee.  No;  grant  per  State.  The  minimum  grant  would  be  in- 
creased from  $100,000  to  $250,000. 

The  Chairman.  I  see — was  that  a  step  forward  or  not?  I  am 
sorry.  [Laughter.] 
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Dr.  Lee.  Title  III-B  includes  the  community-based  organizations, 
and  here,  initially,  they  were  mainly  in  the  epicenters.  Increas- 
ingly, they  are  in  areas  that  are  not  in  the  epicenters,  but  they  are 
outreaching  to  women  and  other  hard-to-reach  populations.  There 
are  currently  148  funded  clinics  under  III-B. 

And  on  Title  IV,  again,  Ms.  Wyman  eloquently  described  the  im- 
portance of  the  Title  IV  programs  for  children.  These  include  com- 
prehensive services — and  Dr.  Sweet  also  described  those— that  link 
the  comprehensive  trials  in  university  medical  centers. 

Now,  there  are  unique  things  about  this.  One  has  been  the  plan- 
ning process  at  the  local  level,  the  local  decisionmaking  where  the 
decisions  are  made  by  the  planning  bodies  about  identifying  need, 
setting  the  priorities  and  allocating  resources.  The  fund  distribu- 
tion is  actually  through  the  local  government  entity,  but  those  deci- 
sions are  made  by  this  planning  body  of  the  Federal  targeting,  local 
autonomy  and  decisionmaking,  and  the  development  of  the  contin- 
uum of  care.  These  have  been  extremely  important  in  this  program. 

However,  as  we  heard  so  eloquently,  unmet  needs  continue  to 
grow  as  the  epidemic  continues. 

There  are  several  things  that  we  will  be  proposing,  and  we  will 
be  working  very  closely  with  this  committee  on  some  of  the  key 
issue  areas. 

We  would  propose  that  the  Special  Projects  of  National  Signifi- 
cance, which  are  now  in  Title  II,  be  separated  out,  and  that  the 
funding  for  those  not  all  be  concentrated  in  the  Title  II  authority. 
And  that  is  a  limited  number  of  projects,  but  they  are  designed  to 
identify  new  approaches  that  can  then  be  disseminated,  whether  it 
is  a  statewide  or  a  metropolitan  area  or  a  program  to  meet  the 
needs  of  children. 

We  would  also  propose  moving  the  education  and  training  pro- 
grams into  a  new  authority  under  Ryan  White,  to  more  closely  in- 
tegrate the  training.  There  are  about  17  training  centers,  and  they 
have  done  a  very  good  job,  but  we  believe  that  the  integration  with 
Ryan  White  would  make  them  more  successful. 

We  also  hope  to  work  with  the  States  and  communities  to  de- 
velop better  performance  measures  and  better  accountability,  and 
we  are  trying  to  do  that  actually  throughout  the  Public  Health 
Service  in  our  various  Federal-State  grant  programs,  in  partner- 
ship with  the  States  and  local  governments. 

We  hope  to  strengthen  the  participation  of  the  relevant  stake- 
holders in  planning.  That  would  include  HIV-infected  individuals, 
to  make  sure  that  they  are  participating  in  that  planning  process. 

We  hope  to  streamline  and  increase  the  coordination  and  do 
some  of  the  things  you  mentioned.  Senator  DeWine,  to  get  more  of 
the  money  to  go  to  services  and  minimize  if  we  can  the  kind  of  mul- 
tiple applications  and  that  sort  of  thing. 

One  of  the  key  issues  which  has  been  brought  up  repeatedly  is 
the  funding  formula.  I  wish  we  had  a  good  answer  for  that  one,  but 
there  are  several  principles,  and  I  think  you  enunciated  the  most 
important  one.  Senator  Kassebaum,  and  that  is  that  we  have  to  be 
concerned  about  meeting  the  needs  of  the  individual  patients.  The 
patients  have  to  come  first  in  all  of  this,  and  we  have  to  make  sure 
that  the  formula  serves  the  needs  of  the  patients,  both  where  pre- 
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ventive  services  are  a  key  and  also  where  medical  care  and  support 
services  are  a  key. 

We  need  to  make  sure  that  we  do  not  disrupt  the  care  of  patients 
in  any  formula  change.  We  need  to  look  at  the  health  infrastruc- 
ture in  those  communities.  It  has  been  very  heavily  impacted  in 
some  areas,  and  in  some  areas,  we  have  actually  had  to  develop  the 
infrastructure,  as  Dr.  Sweet  indicated,  using  these  resources. 

And  also,  we  do  not  want  to  disrupt  the  care  if  it  is  possible  of 
patients. 

We  will  certainly  look  forward  to  working  with  this  committee. 
I  think  this  has  been  one  of  the  most  successful  programs  we  have 
administered  in  the  Public  Health  Service.  It  is  meeting,  as  we  all 
heard  this  morning,  a  critically  important  need  in  a  very  cost-effec- 
tive manner.  Would  that  we  had  more  resources,  but  we  have  lim- 
ited resources.  The  basic  approach  is  a  very  sound  one.  We  do  have, 
I  would  say,  some  fine-tuning  and  some  issues  on  the  formula  that 
we  need  to  work  with  you  on  to  develop  even  better  answers  for 
the  next  5  years,  because  the  problems  are  not  going  to  get  any 
easier  to  solve. 

Thank  you  very  much. 

[The  prepared  statement  of  Dr.  Lee  follows:] 

Prepared  Statement  of  Philip  R.  Lee,  M.D. 

Madam  Chairman  and  distinguished  members  of  the  Labor  Committee,  I  am 
pleased  to  provide  testimony  on  behalf  of  the  Department  of  Health  and  Human 
Services  in  support  of  reauthorization  of  the  Ryan  White  Comprehensive  AIDS  Re- 
sources Emergency  (CARE)  Act  of  1990.  This  program  is  a  vital  component  of  the 
Public  Health  Service's  effort  to  combat  the  continuing  HIV  epidemic,  and  has  been 
a  highly  successful  model  of  integrating  Federal,  State  and  local  efforts  to  meet 
pressing  needs  for  accessible  and  appropriate  care. 

When  the  Ryan  White  CARE  Act  was  passed  by  a  bipartisan  majority  in  Congress 
and  signed  bv  President  Bush  five  years  ago.  it  was  the  first  tarceted  Federal  re- 
sponse to  address  the  urgent  health  care  delivery  needs  resulting  from  the  HIV  epi- 
demic. In  some  urban  areas,  the  health  care  crisis  had  reached  emergency  propor- 
tions, far  exceeding  the  ability  of  local  health  departments,  emergency  rooms,  com- 
munity-based providers  and  Hospitals  to  respond  to  the  increasing  need  for  care. 
Today,  because  of  the  Ryan  White  CARE  Act  program,  these  cities  are  able  to  keep 
open  the  doors  of  community  clinics  which  offer  hope  and  care  to  people  living  with 
AIDS,  and  to  provide  care  at  home  instead  of  in  high  cost  hospitals.  To  people  li\'ing 
with  HIV/AIDS  the  Ryan  White  CARE  Act  program  has  been  a  lifeline  of  care  and 
compassion — enabling  them  to  live  longer,  more  productive  lives  while  researchers 
continue  the  search  for  a  cure  to  give  them  back  their  futures. 

THE  FACE  OF  THE  EPIDEMIC 

In  terms  of  sheer  numbers,  the  HIV  epidemic  remains  one  of  the  top  public  health 
problems  facing  the  nation  today.  AIDS  is  now  the  leading  cause  of  death  among 
Americans  between  the  ages  of  25  to  44  years,  representing  a  tremendous  loss  to 
society  of  productive  individuals  in  their  prime.  Over  440,000  cases  of  AIDS  have 
been  reported  to  the  Centers  for  Disease  Control  and  Prevention  (CDC),  and  almost 
a  quarter  of  a  million  have  died  of  AIDS  since  the  first  case  was  recognized  13  years 
ago.  It  is  estimated  that  approximately  one  million  Americans  carry  the  virus,  with 
an  estimated  43,000  new  AIDS  cases  expected  annually  by  the  CDC  in  the  next  few 
years. 

Numbers  alone  do  not  tell  the  whole  story.  The  face  of  the  epidemic  continues  to 
change,  increasingly  affecting  women,  children,  adolescents,  minority  groups  and 
other  underserved  populations.  The  spread  of  HIV  among  women  has  increased  dra- 
matically and  shows  no  signs  of  abating.  Cases  among  women  are  increasing  by 
roughly  17  percent  a  year,  and  growing  numbers  of  women  are  contracting  HIV 
through  heterosexual  contact.  In  1994,  women  accounted  for  18  percent  of  the  new 
cases  among  adults.  A  1993  survey  in  several  States  found  women  accounted  for  54 
percent  of  newly  identified  HIV  infections  among  youth  aged  13-19,  and  35  percent 
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of  reported  HIV  cases  among  people  20-24  years  old.  This  trend  brings  with  it 
greater  numbers  of  children  born  with  HIV  infection,  until  the  benefits  of  the  AIDS 
Clinical  Trials  Group  (ACTG)  076  trial  are  more  widely  available.  The  ACTG  076 
trial  demonstrated  that  perinatal  transmission  of  HIV  could  be  reduced  in  a  specific 
cohort  of  HIV  infected  women  by  two-thirds. 

Minority  populations  have  been  and  continue  to  be  disproportionately  affected  by 
the  HIV  epidemic.  Initially  a  disease  among  gay  white  males,  within  a  few  years 
the  proportion  of  cases  among  African  Americans  and  Latinos  exceeded  their  rep- 
resentation in  the  U.S.  population.  In  1993  and  1994,  over  one-half  of  newly  re- 
ported AIDS  cases  were  in  minority  groups,  although  minorities  account  for  only 
one-quarter  of  the  U.S.  population.  In  1993,  38  percent  of  reported  cases  were  Afri- 
can American  and  18  percent  of  Hispanic  descent.  Minority  women  have  been  par- 
ticularly impacted,  with  three-quarters  of  new  1994  AIDS  cases  among  women  re- 
ported within  the  African  American  and  Hispanic  communities. 

The  epidemic  has  also  spread  geographically  and  now  confronts  health  and  sup- 
port service  providers  and  families  in  all  parts  of  the  country.  The  rising  rate  of 
growth  of  cases  in  rural  and  small  urban  areas  poses  new  demands  in  communities 
confronting  HIV  infection  for  the  first  time.  Concurrently,  the  epidemic  is  not  shift- 
ing out  of  the  highly  impacted  urban  epicenters,  as  over  two-thirds  of  new  cases 
were  still  reported  in  high  incidence  cities  between  July  1992  and  June  1994. 

The  changing  face  of  AIDS  also  includes  a  greater  proportion  of  diagnosed  individ- 
uals who  have  no  health  insurance.  A  1993  study  showed  only  26  percent  of  persons 
with  HIV  disease  had  private  health  insurance:  62  percent  were  covered  by  some 
form  of  public  insurance;  and  12  percent  were  uninsured  (Fleishman  and  Mor),  re- 
ducing the  likelihood  they  will  receive  cost-effective  prophylactic  medications  and 
timely  primary  care. 

The  compelling  public  health  reasons  to  address  the  HIV  epidemic  continue  to  be 
those  characteristics  of  a  transmissible,  fatal  disease  which  exacts  a  heavy  price 
from  society  in  loss  of  young,  productive  lives.  Unlike  heart  disease  and  other  chron- 
ic illnesses,  HIV/AIDS  primarily  affects  young  Americans  and  curtails  their  work 
contributions.  The  growing  number  of  persons  with  HIV  requiring  care  continues  to 
place  a  heavy  burden  on  health  care  delivery  systems,  particularly  on  those  public 
health  entities  that  are  already  struggling  to  meet  high  volumes  of  uncompensated 
care.  By  diagnosing  and  treating  young  people  with  HIV  disease,  their  productive 
years  are  lengthened  and  their  need  for  publicly  funded  care  reduced.  Through 
proactive  planning  and  providing  a  continuum  of  care  for  persons  with  HIV,  signifi- 
cant savings  in  both  economic  and  human  terms  can  be  gained,  and  efforts  to  con- 
tain the  epidemic  strengthened.  Our  strong  resolve  to  address  this  epidemic  in  a  co- 
ordinated, comprehensive  manner  now  maximizes  our  investment  for  a  healthy 
America  tomorrow. 

THE  ROLE  OF  THE  RYAN  WHITE  CARE  ACT 

The  Ryan  White  CARE  Act  is  a  carefully  designed  program  targeted  to  address 
the  pressing  need  for  accessible  and  appropriate  care  resulting  from  the  HIV  epi- 
demic in  cities  and  towns  across  the  country.  It  is  founded  upon  a  strong  partner- 
ship between  the  Federal  Government  and  States  and  local  communities,  to  maxi- 
mize resources  and  efforts  at  every  level  for  a  coordinated  response  to  the  epidemic. 

The  purposes  of  the  four  Ryan  White  CARE  Act  titles  differ  somewhat  as  they 
target  specific  aspects  of  the  epidemic.  Title  I  is  intended  to  provide  substantial  re- 
sources to  cities  facing  high  HIV/AIDS  caseloads,  to  sustain  and  develop  systems  of 
care  that  emphasize  a  continuum  of  services  and  reduce  inpatient  burdens.  Title  II 
enables  States  to  improve  the  quality,  availability  and  organization  of  health  and 
support  services  for  individuals  with  HIV  disease  and  their  families  more  broadly 
throughout  each  State.  Title  Ill(b)  provides  primary  medical  care  and  other  services 
through  health  centers  in  underserved  areas  which  face  an  increasing  demand  for 
HIV  care.  Title  IV  combines  the  goals  of  pediatric  HIV  research  with  family-cen- 
tered health  and  support  services  to  meet  the  unique  needs  of  adolescents,  children 
and  their  mothers  for  HIV  care.  Together  the  titles  function  to  put  in  place  a  strong 
national/State  partnership  to  respond  to  the  effects  of  the  epidemic. 

The  Ryan  White  CARE  Act  supports  the  development  of  systems  of  care  which 
are  responsive  to  local  needs  and  resources.  Health  and  support  services  are  too 
often  fragmented,  overwhelmed  in  high  incidence  areas,  and  nonexistent  in  others 
so  that  access  to  cost-effective  care  is  jeopardized.  Through  a  structure  of  locally  de- 
termined needs  assessments  and  funding  decisions,  the  Ryan  WTiite  CARE  Act  pro- 
vides the  backbone  for  communities  to  address  saps  in  services  and  enable  people 
with  HIV  to  access  and  stay  in  care.  The  Ryan  White  CARE  Act  has  also  assisted 
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States  and  communities  to  plan  ahead  for  service  delivery  needs  in  areas  where  the 
number  of  HIV/AIDS  cases  may  still  be  low. 

Several  factors  have  substantial  implications  for  the  Ryan  White  CARE  Act  as  a 
service  delivery  program.  Increasing  availability  of  HIV  counseling  and  testing  ac- 
tivities have  made  more  people  knowledgeable  of  their  HIV  status,  raising  demand 
for  care.  People  with  HIV  are  also  living  longer  due  to  improved  treatment  strate- 
gies and  the  availability  of  a  growing  cadre  of  health  professionals  knowledgeable 
in  the  care  of  HIV  disease,  which  were  supported  by  the  Ryan  White  CARE  Act  and 
the  AIDS  Education  and  Training  Center  Program.  This  rising  demand,  along  with 
the  increasing  impact  of  HIV  in  communities  and  populations  with  unique  and  mul- 
tiple needs  for  access  and  care,  significantly  affect  the  background  in  which  the 
Ryan  White  CARE  Act  is  placed. 

ACCOMPLISHMENTS  OF  THE  RYAN  WHITE  CARE  ACT 
Increased  Access  to  Care 

The  Ryan  White  CARE  Act  has  made  a  broad  range  of  health  care  and  support 
services  available  to  increasing  numbers  of  people  with  HIV/AIDS.  By  a  conserv- 
ative estimate,  over  300,000  people  with  HIV  disease  receive  health  care  and  sup- 
port services  under  the  Ryan  White  CARE  Act.  Many  who  would  have  died  are  now 
alive  and  leading  productive  lives.  An  estimated  75,000  people  with  HIV  disease  are 

fetting  medications  that  prolong  and  improve  the  quality  of  their  lives  through  the 
'itle  fl  option  for  pharmaceuticals;  more  than  200,000  are  receiving  health  care  and 
support  services  through  coordinated  consortias  of  care.  Title  Ill(b)  grantees  provide 

Erimary  medical  care  and  other  needed  services  to  40,000  people  with  or  at  risk  for 
[IV  disease,  and  Title  IV  serves  11,900  HIV  positive  or  affected  women  and  chil- 
dren. The  following  are  examples  of  increased  access  to  services  in  various  commu- 
nity settings: 

Houston:  The  number  of  patients  being  served  by  the  Thomas  Street  Clinic  has 
grown  from  765  in  1991  to  more  than  3,500  in  1994. 

Kansas  City:  As  the  result  of  one  year  of  Title  I  funding,  the  number  of  people 
in  care  grew  from  250  in  late  1993  to  over  1,100  in  1994,  and  the  total  nuniber  of 
physician  visits  increased  from  346  to  15,246  in  that  same  period. 

Chicago:  The  Chicago  Department  of  Health's  Early  Intervention  Program  has  in- 
creased five-fold  in  roughly  two  years,  growing  from  60  to  over  527  the  number  of 
people  entering  care  between  1992  and  1994. 

Philadelphia:  The  number  of  people  receiving  comprehensive  care  services  was 
doubled  at  five  Public  Health  District  health  centers  located  in  neighborhoods  with 
the  highest  incidence  of  HIV  and  the  least  number  of  residents  with  health  insur- 
ance. 

Ft.  Lauderdale:  The  number  of  children  receiving  care  through  the  Comprehen- 
sive Pediatric  AIDS  Project  grew  from  70  in  1991  to  an  active  caseload  of  over  400 
in  1994,  for  a  total  of  860  clients  in  three  years. 

Atlanta:  The  number  of  patients  receiving  outpatient  primary  care  through  Grady 
Memorial  Hospital,  the  only  public  hospital  serving  metropolitan  Atlanta,  grew  from 
969  adults  and  166  children  in  1991  to  over  5,000  adults  and  400  children  in  1994. 

Missouri:  The  Ryan  White  CARE  Act  funds  enabled  the  State  to  develop  through 
its  consortia  a  network  of  116  primary  care  health  professionals  providing  care  to 
people  living  in  rural  areas.  It  includes  family  practitioners,  internists,  infectious 
disease  specialists.  Ophthalmologists,  oncologists  and  psychiatrists.  Uninsured  pa- 
tients are  able  to  receive  timely  medical  care  for  a  lesser  cost  than  if  they  had  to 
travel  long  distances  to  an  urban  center.  In  the  first  year  (1993)  92  patients  were 
served;  in  the  first  6  months  of  1994,  over  100  patients  received  care. 

Pennsylvania:  A  seven  State  funded  consortia  served  4,600  patients  with  HIV  in 
1992  and  5,884  patients  in  1993,  providing  both  primary  medical  care  and  dental 
care,  home  health  care,  substance  abuse  treatment  and  related  support  services. 

Florida:  Before  Title  II  funding  was  available,  the  HIV  clinic  in  Pensacola  oper- 
ated one  day  per  week  and  served  70  patients.  The  clinic  is  now  open  five  days  a 
week  and  serves  over  500  active  patients.  The  Sun  Coast  AIDS  Network  which  pre- 
viously provided  care  to  462  patients  each  quarter  now  serves  of  1,000  patients  in 
that  time.  Recent  approval  to  purchase  a  van  for  a  mobile  HIV  clinic  will  make  it 
possible  to  deliver  medical  care  to  HIV/AIDS  patients  living  in  rural  areas  of  north- 
west Florida  who  otherwise  would  have  to  travel  over  two  hours  for  routine  medical 
care  and  treatment. 

While  these  examples  highlight  the  success  of  increasing  the  number  of  people 
able  to  access  care,  there  are  still  critical  shortages  in  the  availability  of  services. 
More  primary  care  providers  are  needed  in  both  rural  and  urban  underserved  areas, 
and  many  individuals  are  not  yet  able  to  receive  needed  services  due  to  insufficient 
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resources.  A  particular  challenge  that  is  being  addressed  by  Ryan  White  CARE  Act 
grantees  is  developing  strategies  and  service  capabilities  to  respond  to  the  changing 
demographics  of  HIV  which  increasingly  afTect  minority  populations,  injection  drug 
users,  and  poor  women  and  children.  Many  of  these  individuals  are  uninsured  and 
face  substantial  barriers  to  entering  and  staying  in  a  system  of  care.  In  a  January 
1995  report,  the  General  Accounting  Ofiice  documented  the  effectiveness  of  the 
Ryan  White  CARE  Act  in  reaching  out  to  serve  these  emerging  populations,  while 
noting  that  cultural  and  social  barriers  continue  to  make  this  an  important  focus. 

SERVICES  PROVIDED  THROUGH  THE  RYAN  WHITE  CARE  ACT 

The  Ryan  White  CARE  Act  has  made  a  broad  range  of  health  care  and  support 
services  available  to  people  with  HIV/AIDS,  including  primary  medical  care,  pre- 
scription drugs,  home  health  care  and  hospice  care,  dental  care,  drug  abuse  treat- 
ment, HIV  prevention  counseling,  case  management,  and  linkages  with  housing  as- 
sistance ana  transportation  to  enable  people  to  access  and  remain  in  care.  Services 
for  members  of  minority  groups  and  otner  special  needs  populations  such  as  women 
and  children,  adolescents,  and  the  homeless  are  increasing  and  becoming  more  ap- 

Sropriate  and  accessible.  Programs  have  also  expanded  services  for  persons  with 
[IV/AIDS  who  are  also  substance  abusers  or  who  have  TB.  Because  of  difTering 
local  demographics  of  the  epidemic,  and  varying  gaps  in  local  health  care  deliveiy 
systems,  the  funding  priorities  and  services  provided  through  the  Ryan  White  CARE 
Act  vary  among  grantees  in  accordance  witn  local  planning  council  and  State  con- 
sortia allocation  decisions. 

Throughout  the  Ryan  White  CARE  Act  programs  there  has  been  an  emphasis  on 
developing  a  continuum  of  care  to  provide  alternatives  to  costly  inpatient  care.  Stud- 
ies have  shown  that  provision  of  adequate  primary  health  care  significantly  delays 
or  prevents  the  onset  of  disabling  opportunistic  infections,  and  as  a  result  reduces 
unnecessary  hospitalizations.  Individuals  with  HIV  enrolled  in  primary  care  are  less 
likely  to  use  emergency  rooms  or  be  hospitalized  for  Pneumocystis  carinii  pneu- 
monia (PCP),  tuberculosis  (TB),  and  other  bacterial  infections.  This  produces  cost 
savings  in  both  the  public  and  private  sectors.  One  case  of  prolonged  hospitalization 
for  multiple-drug  resistant  TB  can  cost  more  than  $100,000;  for  each  case  in  which 
PCP  hospitalization  is  prevented,  $14,000  is  saved. 

A  key  component  of  the  continuum  of  care  has  been  the  development  of  case  man- 
agers who  facilitate  timely  access  to  needed  services,  reduce  emergency  room  and 
acute  care  hospital  use,  maximize  efficient  use  of  all  available  benefits,  and  promote 
coordination  oi  health  and  social  services  creating  a  "system  of  care"  for  indi\'iduals. 
Under  Title  I,  the  services  most  frequently  funded  to  achieve  this  continuum  include 
primary  medical  care,  case  management,  mental  health  treatment,  substance  abuse 
treatment,  and  housing.  As  an  example,  Baltimore,  MD  increased  the  number  of 
agencies  providing  ambulatory  medical  and  support  services  from  51  to  85  between 
1991  and  1993.  Within  Title  II,  in  addition  to  pharmaceuticals  and  insurance  con- 
tinuation programs,  services  funded  most  freauently  are  primary  medical  care, 
home  health  care,  case  management,  mental  health  services,  and  dental  care.  Under 
Title  Ill(b),  critical  services  added  or  expanded  include  outreach,  HIV  pre-  and  post- 
test  counseling,  TB  testing,  and  support  services  such  as  food  assistance  and  link- 
ages to  housing.  Title  IV  grantees  have  supported  increased  outreach,  counseling 
and  testing  activities,  and  provision  of  AZT  to  mothers  and  infants  to  reduce  trans- 
mission of  HIV.  Throughout  each  Ryan  White  CARE  Act  Title,  it  is  clear  that  Fed- 
eral resources  are  to  be  used  as  a  last  resort  when  services  are  not  reimbursable 
through  other  Federal,  State  or  local  programs. 

The  Special  Projects  of  National  Significance  (SPNS)  grant  program  has  provided 
a  unique  opportunity  to  develop  innovative  models  of  care  for  specific  populations. 
Several  of  the  projects  have  been  funded  in  low  incidence  areas,  where  traditional 
models  of  service  delivery  are  unavailable  or  do  not  work.  Groups  such  as  rural  pop- 
ulations, American  Indians/Alaska  Natives,  adolescents,  and  women  and  children 
present  special  challenges  in  the  delivery  and  range  of  services  needed.  To  date  sev- 
enty-four projects  have  been  funded.  Many  new  challenges  lie  ahead  such  as  exam- 
ining the  effects  of  managed  care  on  HIV  service  delivery  systems. 

INCREASING  THE  PROVIDER  BASE 

A  key  feature  of  building  expanded  service  capacity  has  been  supporting  the  de- 
velopment of  a  larger  number  of  providers  willing  and  able  to  serve  persons  with 
HIV7AIDS.  Under  Title  I,  more  than  1,700  providers  now  deliver  a  comprehensive 
range  of  medical  care  and  related  services  to  persons  with  HIV  disease  living  in  42 
major  metropolitan  areas.  Under  Title  II,  HIV  care  consortia  have  contracted  with 
over  1,500  providers  to  ensure  the  availability  of  care  statewide.  There  are  more 
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than  130  providers  of  primary  care  and  prevention  services  funded  under  Title 
Ill(b),  serving  a  high  proportion  of  women  and  minority  people  living  in  newly  im- 
pacted areas.  Through  Title  IV,  services  for  women  and  children  are  available 
through  199  affiliated  clinical  sites  located  throughout  26  States. 

The  activities  of  the  AIDS  Education  and  Training  Center  (AETC)  Program  have 
provided  critical  support  in  developing  and  sustaining  a  broad-based  network  of  pro- 
viders trained  in  HIV  care.  Through  a  wide  range  of  activities,  including  regional 
workshops,  conferences,  direct  and  telephone  consultation  services  for  physicians 
and  other  health  professionals,  AETCs  have  supported  the  goals  of  providing  up-to- 
date  information  on  the  treatment  and  care  of  people  with  HIV/AIDS.  These  activi- 
ties have  had  a  significant  effect  in  increasing  services  for  persons  with  HIV,  and 
the  Department  recommends  that  this  program  be  formally  linked  as  an  integral 
component  of  the  Ryan  White  CARE  Act. 

FEDERAL,  STATE,  AND  LOCAL  PARTNERSHIPS 

A  major  hallmark  of  the  Ryan  White  CARE  Act  has  been  the  successful  partner- 
ships developed  between  the  Federal  Government  and  State  and  local  HIV  planning 
councils  and  consortia.  In  a  time  of  limited  resources,  the  need  to  efTectively  target 
and  coordinate  efforts  to  address  the  HIV  epidemic  is  increasingly  urgent.  Through 
the  Ryan  White  CARE  Act.  Federal  resources  are  provided  to  States  and  localities 
to  assess  their  needs  and  design  effective  strategies  to  meet  them.  Because  the  char- 
acteristics of  HIV  and  its  impact  differ  widely  from  city  to  city  and  State  to  State, 
local  flexibility  has  been  essential  to  use  resources  most  efficiently.  A  unique  feature 
of  the  Ryan  White  CARE  Act  has  been  the  participation  of  those  groups  most  af- 
fected by  HIV — persons  living  with  HIV  and  the  providers  who  serve  them — in  the 
comprehensive  needs  assessment  and  planning  processes,  including  setting  local  pri- 
orities and  making  funding  allocation  decisions  among  them. 

Under  Title  I,  local  planning  councils  have  emphasized  the  vitally  important  par- 
ticipation of  people  with  HIV  disease  in  these  local  processes.  Among  the  34  Title 
I  planning  councils  in  Fiscal  Year  (FY)  1994,  the  mean  and  median  percentage  of 
council  members  who  reported  having  HIV/AIDS  was  20  percent.  Representation 
from  minority  communities  is  also  vital  as  these  communities  bear  a  disproportion- 
ate burden  of  new  AIDS  cases.  In  FY  1994,  the  mean  percentage  of  council  members 
who  were  African  American  was  25  percent;  persons  of  Hispanic  descent  comprised 
10  percent  of  planning  council  membership  (excluding  Puerto  Rico). 

State  consortia  funded  under  Title  II  have  also  sought  diverse  representation  from 
local  public  health  agencies  and  health  care  providers,  bringing  mental  health  and 
substance  abuse  agencies  together  with  social  service  agencies,  community  based  or- 
ganizations, and  people  with  HIV/AIDS.  The  vast  majority  (92  percent)  of  consortia 
reported  they  had  participated  in  the  development  of  State  HIV/AIDS  plans,  thereby 
ensuring  a  unified  and  coordinated  approach  to  services  throughout  the  State. 

COST-EFFECTIVENESS  OF  CARE 

Delivery  of  health  care  services  to  persons  with  HIV  in  the  setting  most  appro- 
priate to  their  needs  has  been  a  goal  within  the  Ryan  White  CARE  Act.  By  empha- 
sizing a  continuum  of  care  services,  Ryan  White  CARE  Act  grantees  have  been  able 
to  report  numerous  examples  of  cost  savings  made  possible  through  Ryan  White 
CARE  Act  funded  activities.  The  following  are  examples  of  cost-effectiveness  identi- 
fied in  local  programs: 

Reno,  NV:  The  Washoe  County  District  Health  Department's  Early  Intervention 
Clinic  funded  under  Title  Ill(b)  has  a  caseload  of  225  to  275  HIV  positive  clients. 
An  analysis  of  calls  received  on  the  afler-hours  call  line  showed  that  nurses  were 
able  to  prevent  90  unnecessary  emergency  room  visits  by  prescribing  medications 
or  arranging  for  clinic  visits  the  following  day.  This  success  rate  so  impressed  two 
Reno  hospitals  that  they  each  provided  $50,000  grants  to  the  clinic  in  1993  to  sup- 
port HlV-related  direct  patient  care. 

Massachusetts:  Massachusetts  measured  the  rate  of  hospitalization,  and  the  num- 
ber of  at-home  deaths  versus  in-hospital  deaths  as  an  indicator  of  the  impact  of 
Title  II  funds.  Acknowledging  other  variables,  the  State  found  that  the  average 
length  of  hospitalization  for  people  with  AIDS  decreased  from  11.9  to  9.4  days  pre- 
and  post-implementation  of  tne  Ryan  White  CARE  Act.  During  this  same  period,  the 
average  length  of  stay  for  all  other  diagnoses  increased  from  6.6  to  7.0  days.  Hos- 
pital discharges  of  persons  with  AIDS  who  had  a  referral  to  a  home  care  agency 
increased  from  8.9  percent  to  13.7  percent.  The  percentage  of  people  with  AIDS  who 
have  died  at  home  has  increased  from  10,896  to  24  percent. 


51 


Georgia:  A  study  within  the  State  found  that  people  with  AIDS  who  received  case 
management  Hved  significantly  longer  between  HIV  diagnosis  and  death,  and  had 
significantly  lower  hospital-based  charges. 

New  York:  A  study  of  New  York  State  Medicaid  recipients  found  that  patients 
who  took  AZT  were  hospitalized  fewer  days  per  month  and  had  reduced  Medicaid 
expenditures.  Receipt  of  AZT  therapy,  in  turn,  was  related  to  having  a  primary  care 
provider  or  specialist  care.  In  another  study  it  was  found  that  the  average  length 
of  hospital  stay  in  New  York  State  for  HIV/AIDS  patients  declined  from  19.8  to  16.1 
days  from  1990  to  1993.  Further,  clients  who  had  access  to  Ryan  White  CARE  Act 
funded  outpatient  services  also  had  better  survival  rates  than  those  who  did  not; 
88  percent  of  HIV/AIDS  patients  (all  stages)  survived  two  years  with  Ryan  White 
CARE  Act  services  versus  55  percent  for  those  without. 

New  Jersey:  In  1993,  the  pediatric  AIDS  Clinic  at  Children's  Hospital  of  New  Jer- 
sey supported  under  Title  iV  reported  that  outpatient  care  had  decreased  hospital 
admission  by  33  percent,  and  decreased  mean  duration  of  hospitalization  by  almost 
50  percent  compared  to  data  collected  2-3  years  earlier. 

In  addition,  evidence  from  four  States — Florida,  Hawaii,  Minnesota,  and  Wiscon- 
sin— suggests  that  Title  II  health  insurance  continuation  programs  (HICP)  have  re- 
sulted in  significant  cost  savings.  When  these  States  compared  the  estimated  costs 
of  care  for  all  HI  CP-eligible  clients  with  the  total  costs  of  their  health  insurance  con- 
tinuation programs,  they  found  savings  of  $1.3  million  over  one  year,  or  $9,384  per 
HICP  client  each  year.  The  larger  the  percentage  of  clients  with  late  stage  HIV  dis- 
ease who  would  otherwise  receive  publicly  funded  care,  the  greater  the  cost  advan- 
tages. Title  II  funded  health  insurance  continuation  programs  also  allow  people  with 
HIV  to  maintain  employment  with  reduced  hours  or  part-time  work  without  loss  of 
insurance;  the  cost  of  tneir  health  insurance  premiums  are  at  least  partially  offset 
by  the  taxes  they  pay.  Under  the  HICP  provisions  of  Title  II,  twenty  States  reported 
serving  2,828  clients,  making  premium  payments  for  20,492  client  months  in  1993. 

DELIVERY  OF  CARE  IN  RURAL  SETTINGS 

The  Ryan  White  CARE  Act  has  plaved  an  essential  role  in  increasing  access  to 
HFV-related  care  and  services  in  rural  areas.  In  many  States.  Title  II  is  the  only 
source  of  funding  for  these  services.  Rural  or  statewide  consortia  have  been  vital 
in  linking  people  with  HIV  with  primary  health  care  and  case  management  services, 
as  well  as  pharmaceutical  and  health  insurance  programs.  Forty  one  States  have 
developed  consortia,  which  serve  multi-county  regions  or  an  entire  State.  The  follow- 
ing are  examples  of  improved  access  to  care  among  rural  residents: 

New  Mexico:  New  Mexico  has  improved  rural  services  through  a  Statewide  case 
management  system,  implemented  through  home  health  agencies,  and  addition  of 
a  mail  service  delivery  option  in  the  State  s  drug  assistance  program,  which  ensures 
delivery  of  medications  within  2  days  of  a  physician's  prescription.  In  the  last  2 
years,  New  Mexico  has  experienced  a  four-fold  increase  in  clients,  and  in  1994 
served  more  than  700  clients. 

Missouri:  Missouri  has  developed  a  network  of  116  primary  care  physician  provid- 
ers to  serve  rural  patients.  Patients  who  do  not  have  private  insurance  or  Medicaid 
are  able  to  receive  medical  care,  with  services  provided  closer  to  their  homes. 
Through  a  SPNS  grant,  15  rural  resource  centers  were  established,  each  of  which 
has  trained  and  activated  a  large  corps  of  volunteers.  The  centers  also  operate  tele- 
phone support  groups  designed  to  overcome  barriers  of  distance  and  poor  health. 

North  Carolina:  North  Carolina  has  emphasized  the  development  and  support  of 
HIV  task  forces  in  local  counties  to  assure  adequate  assessment  of  service  needs  and 
the  provision  of  appropriate  resources.  All  100  counties  now  have  access  to  HIV  care 
services  through  15  regional  consortia. 

In  addition,  twenty-four  American  Indian  tribes  have  benefited  from  Ryan  White 
CARE  Act  funding  of  a  nearby  major  service  provider,  enabling  clients  with  AIDS 
to  remain  at  home  in  rural  or  reservation  settings  instead  of  traveling  to  urban  cen- 
ters for  care, 

PLANNING  FOR  THE  FUTURE 

When  the  Ryan  White  CARE  Act  was  enacted  five  years  ago,  it  represented  the 
first  serious  targeted  Federal  effort  to  support  local  and  State  care  for  persons  living 
with  HIV.  Over  the  past  four  years,  this  process  has  led  to  the  extraordinary  devel- 
opment and  enhancement  of  systems  of  care  to  provide  comprehensive  services  to 
persons  living  with  HIV  disease.  The  Rvan  White  CARE  Act  works.  It  combines 
targeting  of  resources,  local  planning  and  flexibility  in  directing  funds  to  newly  im- 
pacted areas  and  emerging  populations.  It  has  substantially  increased  the  number 
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of  people  in  care  while  saving  money.  The  basic  structure  has  been  successful,  re- 
quiringonly  limited  changes. 

The  Department's  experience  in  administering  the  program  and  reviews  by  exter- 
nal organizations  have  identified  several  issues  that  this  reauthorization  process 
will  provide  the  opportunity  to  address.  These  include  questions  ranging  from  appro- 
priate funding  formulas  to  the  need  for  more  program  evaluation  at  the  local  and 
national  level. 

The  Department  has  been  working,  in  collaboration  with  grantees,  national  orga- 
nizations, providers,  and  people  living  with  HIV  disease,  on  these  and  other  pro- 
gram implementation  and  improvement  issues.  Progress  has  been  made  and  the 
work  continues  to  both  streamline  processes  and  adininistrative  requirements  and 
retain  and  strengthen  accountability  for  service  delivery. 

From  deliberations  regarding  reauthorization  of  the  Ryan  White  CARE  Act  the 
Department  has  developed  specific  recommendations  to  address  these  issues  and 
meet  the  challenges  the  Department  foresees  in  the  next  five  years  of  the  epidemic. 
These  issues  and  recommendations  are  summarized  below. 

Program  experience  has  demonstrated  that  service  delivery  in  the  early  years  of 
a  Title  I  grant  is  compromised  by  the  need  to  prepare  or  revise  inadequately  devel- 
oped existing  plans  for  the  coordination  and  delivery  of  HIV  services.  The  creation 
of  a  local  planning  and  decision-making  process,  and  the  coordination  of  resources 
with  other  Title  XXVI  programs,  pose  critical  challenges  for  the  communities  which 
are  about  to  become  eligible  metropolitan  areas  (EMA).  First  year  grants  under 
Title  I  would  be  utilized  more  efiectively  in  realizing  the  emergency  provisions  of 
the  legislation  if  new  EMAs  were  awarded  small,  one-time  planning  grants  to  com- 
plete the  essential  groundwork  of  the  HIV  Planning  Council.  The  Department  rec- 
ommends making  one-time  planning  grants  available  to  EMAs  expected  to  qualify 
in  the  next  funding  cycle,  to  assist  them  in  complying  with  the  expedited  funding 
allocation  process  required  of  Title  I  grantees. 

Ongoing  challenges  for  all  grantees  include  developing  and  implementing  meth- 
odologies to  achieve  community-based  comprehensive  needs  assessment  and  plan- 
ning, and  to  integrate  these  activities  witnin  a  broader  statewide  assessment  of 
need.  Technical  assistance  is  often  sought  by  grantees  to  assist  them  in  these  efforts 
and  the  development  of  specific  service  systems,  such  as  case  management  primary/ 
specialty  medical  care,  community-based  home  care,  and  transportation.  The  De- 
partment recommends  making  technical  assistance  more  readily  available  to  all 
grantees. 

To  maintain  and  build  iipon  the  service  delivery  systems  that  have  been  put  in 
place  with  Ryan  White  CARE  Act  funding,  the  Department  recommends  that  local- 
ities funded  through  Title  I  have  a  maintenance  of  effort  provision  similar  to  that 
in  Title  11,  requiring  continuation  of  HIV-related  care  services  from  one  year  to  the 
next.  Maintenance  of  effort  requirements  are  important  for  ensuring  the  mandate 
that  Ryan  White  funds  be  used  to  supplement,  not  supplant,  existing  local  expendi- 
tures for  HIV-related  care  services. 

Strengthening  local  autonomy  and  decision-making  will  ensure  responsiveness  to 
the  epidemic  from  region  to  region.  To  enhance  local  autonomy  the  Department  rec- 
ommends private  for-profit  entities  to  be  permitted  to  contract  for  the  delivery  of 
services,  when  they  provide  the  only  available  or  highest  quality  of  HIV  care.  For 
many  grantees,  for-profit  entities  are  important  components  in  the  continuum  of 
care  for  people  with  and  at  risk  of  HIV.  The  current  language  that  restricts  contract 
funding  to  public  and  private  non-profit  entities  in  which  we  believe  negatively  af- 
fects the  development  of  such  care,  and  limits  HIV  care  options  for  these  popu- 
lations. 

We  also  recommend  that  the  legislation  to  reauthorize  the  Ryan  White  CARE  Act 
allow  up  to  10  percent  of  Title  I  funds  to  be  used  for  inpatient  hospital  costs  under 
a  capitated  caremodel.  Capitated  systems  of  care  are  being  used  more  and  more  by 
the  public  and  private  health  sectors  as  a  cost  effective  way  to  provide  health  care 
services.  Because  the  current  Ryan  White  CARE  Act  legislation  does  not  provide  for 
use  of  Title  I  funds  for  inpatient  care,  grantees  have  not  been  able  to  use  a  capitated 
systems  option  for  persons  with  HIV/AIDS. 

To  increase  accountability  for  quality  of  care  the  Department  recommends  the  es- 
tablishment of  performance  measures  that  are  mutually  negotiated  between  the 
Federal  government  and  grantees.  Treatment  regimens  for  HIV  disease  have  be- 
come more  firmly  established  over  time,  yet  they  continue  to  change  as  new  medical 
advances  are  incorporated  into  practice.  Providers  in  community-based  settings,  es- 
pecially those  in  rural  or  remote  areas  or  those  with  low  HIV  caseloads,  would  bene- 
fit from  a  coordinated  effort  to  provide  current  information  on  quality  of  care  stand- 
ards. The  Department  recommends  a  provision  for  allowing  the  Secretary  to  estab- 
lish, in  consultation  with  State  grantees,  providers,  and  anected  communities,  rec- 


53 


ommendations  for  a  minimum  drug  formulary.  State  drug  formularies  currently 
range  from  one  drug — AZT — to  all  Food  and  Drug  Administration  approved  drugs 
for  HIV  and  opportunistic  infections,  creating  an  issue  of  inequitable  access  to  HIV 
treatment  based  on  residence.  Establishment  of  a  reconrmiended  minimum  drug  for- 
mulary will  provide  States  with  a  standard  by  which  they  can  compare  their  treat- 
ment program.  Finally,  the  Department  is  recommending  that  the  legislation  explic- 
itly identify  substance  abuse  treatment  and  programs  as  eligible  uses  of  fands.  Be- 
cause the  legislation  does  not  specifically  identify  substance  abuse  treatment  as  a 
fundable  service,  some  local  jurisdictions  may  believe  they  cannot  use  Ryan  White 
CARE  Act  funds  for  this  purpose.  Legislative  revisions  to  the  Ryan  White  CARE  Act 
would  clarify  that  funds  may  be  used  to  address  the  unmet  substance  abuse  treat- 
ment needs  of  persons  with  HIV  disease,  as  it  directly  affects  the  ability  to  retain 
such  persons  in  HIV  treatment. 

Several  proposals  are  being  recommended  by  the  Department  to  strengthen  the 
participation  of  all  relevant  stakeholders  in  local  planning  and  priority  setting  proc- 
esses. For  Title  I  of  the  legislation,  the  Department  is  requesting  that  a  required 
minimum  of  25  percent  of  the  Planning  Council  membership  be  composed  of  persons 
with  HIV/AIDS,  and  that  such  membership  be  reflective  of  the  demographics  of  the 
HIV  epidemic  in  the  EMA.  Further,  the  Department  recommends  that  the  required 
membership  of  the  Planning  Councils  be  revised  to  enhance  representation. 

The  Department  is  also  recommending  proposals  to  streamline  the  Ryan  White 
CARE  Act  by  increasing  coordinated  planning  among  all  Federal  HIV-related  pro- 
grams. In  addition  to  expanded  representation  on  Title  I  Planning  Councils,  in- 
creased coordination  for  planning  is  being  proposed  through  the  establishment  of  a 
State-level  assessment  of  HIV-related  needs  and  resources.  A  more  comprehensive 
array  of  entities  and  other  grantees  funded  under  the  Ryan  White  CARE  Act  within 
the  State  would  be  included  in  the  development  of  a  State-level  assessment  of  need. 
The  requested  requirement  for  a  State-level  assessment  of  HIV-related  needs  and 
resources  would  ensure  that  the  needs  of  people  with  HIV  are  identified  and  ad- 
dressed in  a  more  comprehensive  and  consistent  manner,  and  that  scarce  resources 
are  used  more  efficiently  and  are  not  duplicate  in  providing  services  to  people  living 
with  HIV  disease. 

Finally,  the  Department  also  recommends  changing  the  formalized  date  a  metro- 
politan area  may  oecome  eligible  for  Title  I  assistance.  Under  current  law,  a  metro- 
politan area  qualifies  for  Title  I  assistance  if  it  has  more  than  2,000  cumulative 
cases  of  AIDS  or  a  .0025  per  capita  incidence  of  cumulative  cases  reported  to  the 
CDC  as  of  March  31st  of  the  most  recent  fiscal  year.  This  provision  makes  it  very 
difiicult  for  the  Department  to  accurately  project  how  many  cities  may  qualify  for 
Title  I  funds  in  the  coming  fiscal  year  when  preparing  the  President's  budget. 

The  Department  recommends  moving  this  qualifying  date  up  by  three  months  to 
December  31st  of  the  preceding  year.  In  other  words,  FY  1996  eligibility  would  be 
based  on  CDC  AIDS  surveillance  data  reported  on  December  31,  1994.  This  would 
allow  the  Department  to  more  precisely  project  the  number  of  new  metropolitan 
areas  that  will  qualify  for  Title  I  assistance  in  the  fiscal  year. 

The  Department  also  recommends  increasing  the  minimum  formula  award  to 
States  under  Title  II  from  $100,000  to  $250,000.  The  requested  $250,000  minimum 
allotment  would  provide  the  support  necessary  for  States  with  low  numbere  of  re- 
ported AIDS  cases  to  develop  a  better  coordinated  and  more  effective  statewide  pro- 
gram of  services  for  individuals  with  HIV  disease,  and  carry  out  the  Statewide  as- 
sessment of  need  described  above. 

An  example  is  the  State  of  Missouri.  Ryan  White  CARE  Act  Title  II  funds  have 
enabled  the  State  through  its  consortia  to  develop  a  networic  of  116  primary  care 
physicians  to  provide  care  to  patients  living  in  rural  areas.  It  includes  family  practi- 
tioners, internists,  infectious  disease  specialists,  ophthalmologists,  psychiatrists,  and 
oncologist.  In  first  year,  92  patients  were  served  while  in  the  first  six  months  of 
1994,  over  110  received  care.  This  effort  was  coordinated  by  the  State  health  ofUcer 
who  also  coordinates  sexually  transmitted  diseases,  and  tuberculosis.  With  an  in- 
crease in  the  minimum  award  the  State  would  be  able  to  dedicate  a  larger  portion 
of  the  oflicers  time  to  HIV  service  development. 

The  Department  also  recommends  a  single  application  and  single  award  for  Title 
I  to  streamline  the  formula  and  application  process.  By  combining  applications  for 
the  formula  and  supplemental  awards,  grantees  would  be  able  to  redirect  time  and 
effort  now  spent  on  the  application  process  to  improving  the  delivery  of  services  to 
individuals  with  HIV  disease  quickly  and  efficiently. 

The  Department  also  seeks  giving  the  Secretary  the  authority  to  use  unexpended 
formula  funds  for  Titles  I  and  II  after  the  end  of  a  fiscal  year  to  offset  a  future  grant 
award  to  the  grantee.  This  responds  to  the  urgent  need  to  make  funds  available  to 
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the  areas  of  greatest  need  where  they  can  be  quickly  utilized  for  the  delivery  of 
services. 

The  Department  is  also  recommending  the  option  of  a  waiver  from  the  require- 
ment that  States  use  15  percent  of  its  award  to  provide  health  and  support  services 
to  infants,  children  adolescents,  and  women.  Under  this  proposal,  the  Secretary 
would  be  given  authority  to  grant  waivers  for  this  requirement  to  States  with  low 
incidences  of  HIV  in  these  populations.  The  States,  however,  must  demonstrate  that 
there  is  an  existing  system  ofcare  to  meet  the  needs  of  these  populations. 

The  Department  recommends  a  statutory  limitation  to  clarify  that  eligible  cities 
for  Title  I  funds  must  be  metropolitan  areas  of  at  least  500,000  with  at  least  2,000 
cumulative  cases  of  AIDS  reported  to  CDC.  The  0.0025  cumulative  rate  factor  for 
Title  I  eligibility  increasingly  confers  eligibility  for  funding  on  small  and  medium- 
sized  communities  with  relatively  small  numbers  of  AIDS  cases.  Funding  these  com- 
munities diverts  funds  from  major  urban  areas  that  are  experiencing  an  emergency 
in  health/support  services  delivery  for  people  living  with  HIV. 

The  Department  recommends  that  two  new  Ryan  White  CARE  Act  titles  be  estab- 
lished that  would  authorize  the  Special  Projects  of  National  Significance  (SPNS)  and 
AIDS  Education,  and  Training  Center  Program  (AETC)  programs  as  separate  grant 
programs.  The  SPNS  program  represents  a  critically  important  vehicle  for  identify- 
ing, evaluating,  and  disseminating  innovative  models  for  providing  care  more  effec- 
tively to  people  living  with  HIV,  Funding  the  program  as  a  set  aside  of  the  total 
Ryan  White  CARE  Act  appropriation  would  recognize  SPNS  contribution  to  Ryan 
White  CARE  Act  programs  as  a  whole.  It  would  remove  the  entire  financial  obliga- 
tion for  the  SPNS  program  from  Title  II  and  share  responsibility  for  support  propor- 
tionately across  all  the  Ryan  White  CARE  Act  programs.  The  reauthorization  of  the 
AETC  program  is  necessary  due  to  the  continuing  spread  of  the  HIV  epidemic, 
which  has  resulted  in  increased  training  needs  for  health  care  providers  in  govern- 
ment-funded settings  and  in  the  private  sector.  We  believe  the  AETC  program 
should  be  moved  to  Title  XXVI  because  the  location  of  the  current  authority  in  Title 
VII  does  not  reflect  appropriately  the  linkage  between  the  AETC  program  and  the 
Ryan  White  programs  under  Title  XXVI,  Moving  the  AETC  program  to  the  Ryan 
White  CARE  Act  would  maximize  the  linkage  of  training  to  the  Ryan  White  service 
programs,  and  would  serve  to  increase  coordination  and  collaboration  among  the 
programs. 

Considerable  discussion  has  occurred  regarding  whether,  and  how  funding  for- 
mulas under  Title  I  and  Title  II  should  be  modified.  The  Department  does  not  have 
a  specific  position  or  recommendation  on  this  issue.  However,  as  the  Committee  con- 
siders what  if  any  changes  should  be  made  to  the  formulas  for  allocating  Ryan 
White  CARE  Act  fiinds,  the  Department  would  urge  that  deliberations  be  guided  by 
the  following  principles.  First,  ensure  that  substantial  targeted  resources  are  avail- 
able to  those  communities  whose  public  health  infrastructure  is  most  heavily  af- 
fected by  providing  services  to  people  living  with  HIV  disease.  Secondly,  that  any 
alteration  in  funding  distribution  take  care  to  ensure  that  those  service  delivery  sys- 
tems put  in  place  with  Ryan  White  CARE  Act  funds  over  the  last  four  years  not 
face  catastrophic  disruption.  Diminishing  the  capacity  of  existing  service  delivery 
systems  which  are  providing  essential  care  is  not  in  best  interest  of  an  effective  re- 
sponse to  the  HIV  epidemic. 

The  Department  recommends  that  the  legislation  include  a  provision  allowing  the 
Secretary  to  utilize  supplemental  funds  from  Title  I  to  ensure  that  no  EMA  will  re- 
ceive less  formula  funds  in  FY  1996  than  they  received  in  FY"  1995.  In  subsequent 
years,  the  Secretary  would  be  given  discretion  to  use  supplemental  funds  to  ensure 
that  formula  awards  for  adversely  impacted  communities  would  remain  at  no  less 
than  90  percent  of  their  previous  year  award. 

CONCLUSION 

I  conmiend  the  Members  of  this  Committee  for  the  leadership  and  foresight  you 
have  provided  in  creating  the  Ryan  White  CARE  Act  in  response  to  the  devastating 
HIV  epidemic.  The  Ryan  White  CARE  Act  works— a  strong  and  healthy  partnership 
between  the  Federal  government.  States  and  local  communities.  And  the  Ryan 
White  CARE  Act  must  continue,  as  the  HIV  epidemic  has  not  abated.  The  epidemic 
is  now  expanding  to  afTect  new  areas  of  the  country  as  well  as  continuing  to  batter 
the  health  delivery  systems  of  urban  epicenters.  From  the  public  health  perspective, 
until  there  is  a  cure  for  AIDS  our  best  defense  is  to  offer  and  sustain  people  living 
with  HIV  in  a  coordinated  system  of  care. 

The  Ryan  White  CARE  Act  emphasizes  the  appropriate  relationship  between  the 
Federal,  State,  and  local  governments  and  links  local  autonomy  with  retention  of 
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accountability.  The  HIV  epidemic  is  a  national  public  health  priority,  but  strategies 
to  support  the  delivery  of  nealth  and  support  services  are  best  designed  locally. 

The  Department  of  Health  and  Human  Services  strongly  supports  reauthorization 
of  the  Ryan  White  Comprehensive  AIDS  Resources  Emergency  Act.  We  look  forward 
to  working  with  you  to  strengthen  the  Ryan  White  CAKE  Act  while  retaining  its 
capacity  to  be  responsive  to  the  evolving  nature  of  this  epidemic. 

The  Chairman.  Thank  you  very  much,  Dr.  Lee.  I  think  you  gave 
some  veiy  interesting  observations  there. 

I  would  just  hke  to  go  back  for  a  moment,  because  I  think  most 
people  here  know  exactly  what  we  are  talking  about  when  we  talk 
about  the  CARE  Act,  but  to  briefly  explain  Title  I  and  the  amount 
of  money  that  is  in  it  in  1995.  Title  I  provides  emergency  relief 
grants  to  cities,  and  that  is  about  $356  million.  Title  II  is  $198  mil- 
lion, and  it  is  formula  grants  to  States.  So  that  for  those  who  want 
to  put  this  all  in  proportion,  Title  III-A,  while  authorized,  has 
never  had  money  appropriated  to  it;  Title  III-B,  which  Dr.  Sweet 
mentioned  frequently,  is  $52  million,  which  supports  early  inter- 
vention services  on  an  outpatient  basis.  It  is  not  a  lot  of  money, 
and  it  evidently  is  being  well-used  where  it  is  being  utilized.  And 
Title  IV  is  the  $26  million  for  pediatric  patients.  It  adds  up  to  a 
total  of  about  $633  million  for  all  four  titles.  I  just  thought  that 
might  be  important  for  those  who  do  not  know  the  overall  scope  of 
it  in  the  1995  budget. 

Assistant  Secretary  Lee,  I  would  like  to  ask  you  just  a  few  ques- 
tions. I  think  you  agree — and  again,  not  to  get  hung  up  on  this  for- 
mula— but  the  needs  of  the  epidemic  in  many  ways  have  changed 
since  the  initial  authorization.  And  I  think  that  that  is  why  we 
have  felt  it  was  important  to  try  to  understand  some  of  those 
changes  which  we  have  heard  something  about  today,  and  you  al- 
luded to  it  in  your  testimony. 

Do  you  think  there  is  an  adequate  number  of  providers  who  are 
trained  to  work  in  this  area,  and  if  not,  what  are  you  looking  to 
or  what  should  we  be  looking  to  in  that  regard? 

Dr.  Lee.  I  do  not  think  there  is  an  adequate  number  as  the  epi- 
demic increases,  and  I  think  at  the  State  level,  we  need  to  look  fed- 
erally at  what  we  can  do.  The  States,  which  have  the  primary  re- 
sponsibility in  at  least  public  institutions  for  health  professions 
education,  for  medical  education,  and  for  those  things  that  regulate 
graduate  medical  education — that  is  also  regulated  nationally,  and 
of  course,  we  fund  through  Medicare  payments,  as  we  do  through 
private  insurance,  the  training  of  residents.  We  need  to  have  pro- 
grams that  train  both  at  the  professional  school  level,  in  the  grad- 
uate training  programs  like  residency  training  programs,  but  par- 
ticularly for  the  training  of  practitioners. 

As  we  see  the  epidemic  spread  to  rural  areas — and  this  is  one 
area  where  I  think  the  Ryan  White  program  has  pointed  out  this 
need — we  need  to  train  nurses,  we  need  to  train  pharmacists,  we 
need  to  train  support  workers.  In  some  areas,  there  are  probably 
adequate  numbers  trained,  but  I  believe  that  nationally,  we  need 
to  be  looking  at  those  needs.  And  that  is  one  of  the  reasons  for 
moving  the  funding  from  Title  VII  into  Ryan  White,  which  will  let 
us  look  at  this  more  comprehensively  in  relation  to  these  particular 
needs. 

We  know  money  is  going  to  be  limited,  and  we  will  be  working 
with  the  academic  health  centers,  with  State  health  departments. 
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to  look  at  those  needs  and  try  to  determine  how  best  we  can  target 
those  training  resources. 

The  Chairman.  If  you  had  to  pick  what  would  be  your  top  prior- 
ity as  we  look  at  this  reauthorization,  you  listed  some  things  that 
you  felt  were  important  to  consider  when  we  write  the  reauthoriza- 
tion; what  would  be  a  top  priority  for  you? 

Dr.  Lee.  I  think  that  maintaining  the  planning  process  where 
local  decisions  are  made  about  priorities— this  epidemic  is  very  dif- 
ferent in  Bridgeport,  CT  than  it  is  in  rural  Kansas  or  than  it  is  in 
Houston,  TX.  It  is  the  same  virus,  but  the  communities  differ  very 
significantly.  So  I  really  talk  about  100  different  epidemics.  And 
that  flexibility  at  the  community  level  to  make  the  decisions  and 
to  allocate  the  resources  to  meet  those  community  needs,  nobody 
can  better  determine  those  needs,  I  think,  than  through  that.  I 
think  that  is  a  key  to  this  partnership.  It  is  a  key  to  why  the  pro- 
gram has  been  successful.  It  also  caused  some  early  problems.  This 
was  not  an  easy  thing  to  do.  There  are  limited  resources.  There  are 
conflicting  priorities  at  the  local  level.  But  that  is  where  those  deci- 
sions have  to  be  made. 

Then  the  relationship  between  the  State  governments  and  local 
governments  on — for  example,  some  States  nave  allocated  Title  I 
funds  to  Title  II  drug  purchasing  programs,  like  in  New  York. 
Again,  that  flexibility  where  the  Federal  Government  is  not  making 
those  determinations  and  is  not  saying,  "You  have  to  do  it  this 
way,"  the  flexibility  at  both  of  those  levels  I  think  is  extremely  im- 
portant. 

And  I  would  say  the  targeting  is  another  thing  that  has  been 
very  important  in  making  limited  resources  go  as  far  as  they  have, 
and  I  think  we  have  done  very  well — when  I  say  "we,"  I  mean  col- 
lectively, all  those  who  have  been  involved  in  this — in  allocating 
these  funds  in  quite  a  sound  and  cost-effective  manner. 

The  Chairman.  Thank  you  very  much. 

Senator  Dodd. 

Senator  Dodd.  Thank  you,  Madam  Chairman. 

First  of  all,  I  thank  you  for  your  testimony.  I  think  you  are  doing 
an  excellent  job  with  all  of  tnis.  And  we  need  to  make  sure  that 
we  are  participating  in  a  cooperative  fashion  with  you.  Again,  I 
would  emphasize  the  importance  of  the  budget  constraints.  We  are 
going  to  hear  a  lot  more  of  that  over  the  coming  years,  not  just  this 
year,  as  we  try  to  make  sure  we  manage  these  dollars  carefully. 

I  wonder  if  you  might  comment.  Dr.  Lee,  on  the  demographics. 
First  of  all,  has  there  been  a  major  shift — and  I  use  the  word 
"shift"  because  we  are  hearing  that  word  being  used  a  lot — a  major 
shift  in  the  epidemic,  or  has  the  reach  of  the  epidemic  expanded? 
And  is  there  any  reason  to  believe  that  the  disaster  that  has  hit 
our  major  cities  is  over?  Is  it  slowing  down?  Has  it  gone  away  in 
any  sense? 

Dr.  Lee.  How  we  use  terms  like  "shift,"  I  think  I  would  want  to 
make  clear  that  in  some  cities  there  has  been  a  significant  slowing 
of  HIV  transmission,  particularly  in  gav  white  males,  but  there  has 
been  an  increase  in  rural  areas,  and  there  has  been  a  particularly 
disturbing  increase  among  young  people,  youth,  the  lower  age  at 
which  AIDS  is  diagnosed.  That  means  these  individuals  are  getting 
infected  at  an  earlier  age.  The  high-risk  behaviors  of  many  adoles- 
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cents,  whether  it  is  cigarette  smoking,  sexual  behavior,  alcohol 
abuse,  or  other  drug  abuse,  puts  them  at  greater  risk,  and  this  is 
an  area  that  we  have  to  be  concerned  about. 

In  some  urban  areas,  there  has  been  no  slowing  of  the  epidemic. 
There  is  a  shift,  again,  to  more  minorities,  more  women  who  have 
acquired  the  infection  through  heterosexual  spread.  There  is  an  in- 
crease in  the  heterosexual  spread.  So  that  there  is  some  demo- 
graphic shift  toward  women,  minorities,  and  young  people. 

In  some  communities,  but  not  all,  there  has  been  a  slowing  of 
HIV  transmission  among  white  homosexuals. 

Senator  DoDD.  So  the  concentration  in  these  areas  is  the  same, 
but  there  has  been  a  demographic  shift  within  the  population  of 
those  areas. 

Dr.  Lee.  That  is  correct.  And  Steve,  maybe  you  have  the  figures 
on  the  percentage  in  the  urban  areas  and  the  rural;  is  it  80  percent 
urban? 

Dr.  BowEN.  About  70  percent  of  AIDS  cases  that  were  reported 
last  year  are  in  Title  I-eligible  cities,  but  as  has  been  pointed  out 
by  the  other  speakers,  the  rate  of  expansion  in  rural  and  small 
cities  is  really  occurring  faster  than  it  is  in  the  major  urban  centers 
at  this  point. 

Dr.  Lee.  But  in  all  those  areas,  the  infrastructure  to  provide  the 
care  is  under  great  strain,  and  whether  it  is  in  New  York  City  or 
in  my  home  town  of  San  Francisco,  without  the  Ryan  White  re- 
sources, it  would  have  been  absolutely  disastrous  in  those  commu- 
nities. And  I  am  sure  it  is  true  in  the  urban  areas  of  Connecticut 
as  well. 

Senator  Dodd.  Absolutely. 

The  General  Accounting  OflRce,  from  whom  we  are  going  to  hear 
shortly,  has  recommended,  as  I  am  sure  you  are  aware,  a  new  func- 
tional approach  which  would  establish  a  new  structure  for  the  Act 
and  determine  in  Washington  the  divisions  of  labor  between  the 
States  and  localities.  I  just  wondered,  to  your  knowledge,  has  any 
State  or  locality  asked  for  such  a  restructuring,  or  is  this  a  GAO 
suggestion  without  the  input  of  States  and  localities? 

Dr.  Lee.  No  State  or  locality  has  recommended  it  to  us.  They 
may  have  in  the  discussions  with  GAO,  and  of  course,  we  are  not 
privy  to  those.  But  we  have  not,  nor  do  we  believe — we  think  the 
present  structure  is  a  very  sound  structure.  You  heard  the  testi- 
mony this  morning  about  the  capacity  of  that  structure  to  meet 
these  needs  with  a  little  bit  more  flexibility. 

Senator  DoDD.  So  that  States  and  localities  are  doing  a  pretty 
good  job  on  the  structuring  question,  in  your  view? 

Dr.  Lee.  We  believe  so. 

Senator  Dodd.  When  the  GAO  comes,  we  can  ask  them. 

Dr.  Lee.  The  one  very  important  point  that  I  would  make  here. 
Senator,  is  that  I  do  not  think  the  Federal  Government  should  tell 
the  local  jurisdictions  how  to  operate,  nor  should  they  tell  the 
States  how  to  operate.  We  need  to  set  certain  performance  meas- 
ures, we  need  to  have  certain  criteria,  but  I  do  not  like  the  idea 
of  removing — and  you  heard  Dr.  Sweet's  testimony  about  the  flexi- 
bility they  have  under  the  existing  program  to  meet  these  needs 
and  move  resources  in  a  flexible  fashion.  I  think  it  was  eloquent 
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testimony  that  the  basic  structure  is  sound.  As  to  the  formula, 
there  may  need  to  be  some  work  on  that. 

Senator  Dodd.  I  understand  that,  and  I  think  you  are  making 
that  point  very  clearly. 

Let  me  get  parochial,  if  I  can.  You  mentioned  Bridgeport,  and  I 
appreciate  your  referencing  that,  obviously,  because  of  the  con- 
centration in  my  State  and  the  high  incidence  rate  particularly  in 
our  urban  areas.  I  know  that  cities,  that  is.  Title  I  localities,  pre- 
pare an  annual  needs  assessment.  I  wonder  if  you  can  tell  us  how 
the  Bridgeport-New  Haven  area  is  doing  in  relation  to  the  actual 
needs.  And  if  that  is  something  you  want  to  submit  for  the  record, 
that  is  fine;  I  do  not  want  to  take  up  the  committee's  time  with  it. 
But  obviously,  it  is  a  major  

Dr.  Lee.  We  would  be  very  glad  to  submit  that  for  the  record, 
absolutely. 

Senator  Dodd.  You  may  have  it  coming  up;  I  see  a  desperate  at- 
tempt there. 

Dr.  Lee.  Yes.  Steve  may  be  able  to  pull  it  up  for  us  fairly  quickly 
here. 

Dr.  BowEN.  It  is  all  here,  I  know. 

Dr.  Lee.  We  will  submit  it  for  the  record.  Senator. 

Senator  Dodd.  Thank  you. 

[The  information  referred  to  is  retained  in  the  files  of  the  com- 
mittee:] 

Dr.  BowEN.  Just  as  a  general  comment,  most  of  the  Title  I  cities 
believe  that  about  half  or  slightly  less  than  half  of  the  total  people 
who  are  HIV-positive  are  in  care  in  their  area,  and  we  have  some 
information  specifically  from  the  application  from  Connecticut,  and 
we  will  supply  that  for  you. 

Senator  Dodd.  But  in  terms  of  the  Title  I  cities,  about  half  of 
their  actual  needs  are  being  met. 

Dr.  BowEN.  It  varies  from  one  place  to  another.  In  some  places, 
it  may  be  less;  in  some  cases,  a  few  more.  But  overall,  no  more 
than  approximately  half  of  the  people  with  HIV  infection  are  in 
care. 

Senator  Dodd.  Thank  you  very  much. 
Thank  you.  Madam  Chair. 
The  Chairivl\n.  Thank  you. 
Senator  DeWine. 

Senator  DeWine.  Thank  you.  Madam  Chairman. 

Secretary  Lee,  thank  you  very  much  for  your  testimony.  I  know 
you  do  not  have  a  crystal  ball,  but  let  me  follow  up  with  a  question 
that  was  asked  by  Senator  Dodd.  What  would  we  expect  that  map 
to  look  like  5  years  from  now? 

Dr.  Lee.  Well,  as  the  cases  increase,  you  are  going  to  see  both 
greater  concentration  in  the  areas  of  greatest  concentration,  wheth- 
er it  is  San  Francisco,  Los  Angeles,  Miami,  that  Northeast  corridor, 
Chicago,  or  the  other  urban  areas,  and  then  you  will  see  signifi- 
cantly more  dots  out  in  the  smaller  towns  and  rural  areas. 

So  there  will  be  a  continuing  spread.  Our  estimate  is  that  there 
are  about  43,000  new  HIV  cases  per  year,  so  that  you  would  see 
over  a  5-year  period  a  few  hundred  thousand  more  persons  with 
HIV  infection,  and  they  will  be  geographically  similar  to  those  but 
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with  some  greater  numbers  in  the  rural  areas;  where  you  see  no 
dots  now,  you  would  see  some  dots  in  those  rural  areas. 

Senator  DeWine.  Approximately  200,000;  is  that  what  you  said? 
How  does  that  compare  with  the  last  5  years? 

Dr.  Lee.  Well,  half  of  the  cases  of  AIDS  that  have  been  re- 
ported— and  we  are  talking  about  AIDS  cases— half  of  the  cases 
have  been  reported  in  the  last  2  years.  So  those  are  people  who 
were  infected  10  years  ago,  in  some  cases,  6  years  ago,  4  years  ago 
in  some  cases,  but  usually  it  takes  5  to  10  years  before  a  person 
who  is  HIV-infected  develops  clinical  AIDS. 

Senator  DeWeste.  Thank  you. 

The  Chairman.  Thank  you.  Senator  DeWine. 

Senator  Simon. 

Senator  Simon.  Thank  you  very  much. 

First  of  all.  Dr.  Lee,  I  have  always  regarded  you  as  one  of  our 
finest  public  servants,  and  it  is  a  pleasure  to  have  you  here. 

You  mentioned  that  the  virus  is  the  same  in  Bridgeport  as  in 
rural  Kansas,  but  the  problems  are  very  different.  How  is  it  dif- 
ferent? 

Dr.  Lee.  Well,  in  a  number  of  the  urban  inner-city  areas,  you 
have  had  a  loss  of  the  infrastructure  in  those  communities — basic 
things  like  fire  services,  housing  support,  other  social  support  serv- 
ices. In  some  cases,  there  are  very  crowded  conditions  and  a  great 
deal  of  poverty.  So  that  in  a  rural  small  town  in  Kansas,  you  might 
have  a  strong  sense  of  community  in  that  small  rural  community. 
You  also  have,  as  was  pointed  out,  in  some  cases,  severe  discrimi- 
nation against  a  person  who  is  HIV-infected  or  has  AIDS.  That  dis- 
crimination can  be  anywhere,  but  that  may  have  much  greater  im- 
pact on  a  single  individual  living  in  a  small  town  than  it  has  in 
a  big  city  area,  where  there  is  more  anonymity,  in  a  sense. 

The  social  support  services — there  may  be  no  support  services 
available  in  a  small  town  in  Kansas.  You  may  have  those  social 
services  available  in  an  urban  area.  The  population  that  is  affected 
may  be  a  lower-income  group  in  the  urban  area;  the  income  dis- 
tribution may  be  much  more  narrow  in  the  small  town  or  the  rural 
area.  So  that  the  socioeconomics — the  capacity  of  the  community  to 
deliver  the  services  may  differ.  In  a  city  like  New  York,  for  exam- 
ple, where  you  have  a  number  of  homeless  persons  with  HIV,  the 
hospitals  have  to  provide  a  housing  function  as  well  as  a  medical 
function,  because  when  it  comes  time  to  discharge,  there  is  no  place 
for  that  person  to  go.  You  are  not  as  likely  to  see  that  in  a  small 
town  or  in  a  rural  area. 

So  that  mix  of  problems — ^you  are  likely  to  see  more  confounding 
with  i.v.  drug  use,  and  there  is  likely  to  be  more  tuberculosis  in  the 
crowded  urban  areas — so  you  have  some  greater  complexity,  if  you 
will,  although  in  some  ways,  more  resources  available  to  meet 
those  needs. 

Senator  Simon.  One  of  the  things  you  touched  on  is  that  in 
urban  settings — partly  because  people  are  more  likely  to  know 
someone  who  has  AIDS — there  is  less  discrimination,  less  unknow- 
ing fear  than  there  is  in  rural  areas.  Are  we  doing  what  we  should 
to  tell  people  the  reality  in  rural  areas,  and  should  we  have  some 
program  that  is  designed  a  little  more  for  those  rural  areas? 


60 


Dr.  Lee.  Well,  I  think  certainly  the  testimony  we  heard  today  in- 
dicates that  we  need  to  be  doing  more  to  develop  the  capacity  of 
rural  areas,  and  I  think  with  the  Title  II  programs,  we  have  the 
means  to  do  that,  because  the  epidemic  is  spreading  there,  and  peo- 
ple are  not  as  aware. 

But  I  would  say  that  in  the  last  10  years — and  I  think  back  to 
when  Senator  Feinstein  was  mayor  of  San  Francisco,  and  she  allo- 
cated the  first  funding  I  think  of  any  public  official  in  the  United 
States  to  develop  a  comprehensive  AIDS  clinic  at  San  Francisco 
General  Hospital,  there  was  a  great  deal  of  discrimination  in  San 
Francisco,  which  was  supposed  to  be  a  tolerant  city.  It  was  not  an 
easy  decision;  it  was  a  very  tough  political  decision.  But  we  have 
seen  a  tremendous  change  as  communities  become  more  aware, 
and  they  realize  that  women,  children  and  hemophiliacs  can  be  in- 
fected; you  can  have  heterosexual  spread — it  is  not  simply  a  stig- 
matized population  that  is  infected. 

So  I  think  there  is  much  more  understanding,  and  I  think  it  is 
important  to  have  hearings  like  this  today,  and  the  testimony  we 
heard  from  parents  of  children  with  AIDS  helps  to  increase  public 
understanding,  which  is  critically  important  if  we  are  going  to  deal 
with  the  problem  at  all. 

One  of  our  problems  has  been  that  there  has  not  been  sufficient 
understanding  of  the  nature  of  the  epidemic,  or  what  it  takes  to 
deal  with  it,  and  the  fact  that  people  did  not  bring  it  on  them- 
selves. 

Senator  Simon.  I  agree,  and  I  thank  you.  I  agree  also  that  just 
having  the  hearing  is  important,  and  I  thank  you.  Senator  Kasse- 
baum. 

The  Chairman.  Thank  you,  Senator  Simon. 
Senator  Wellstone. 

Senator  Wellstone.  Dr.  Lee,  first  of  all,  I  would  echo  the  words 
of  Senator  Simon  about  your  long  and  distinguished  record  in  pub- 
lic service  and  thank  you. 

I  have  two  questions,  and  one  will  go  to  the  formula.  But  first 
of  all,  I  will  say  that  in  only  14  years,  we  have  had  more  Ameri- 
cans who  have  been  diagnosed  with  AIDS  than  have  died  in  all  the 
wars  since  the  Civil  War.  I  look  at  that  map,  and  we  hear  that 
AIDS  is  now  the  leading  cause  of  death  among  Americans  between 
the  ages  of  25  and  44.  Why  has  it  taken  us  so  long  to  understand 
and  cure  this  disease?  I  have  to  ask  that  question.  I  know  we  are 
talking  about  Ryan  White,  but  I  just  have  to  ask  that  question. 

Dr.  Lee.  Well,  on  the  researcn  side — there  is  a  recent  paper  in 
Science  by  Bill  Paul,  who  heads  the  Office  of  AIDS  Research  at 
NIH  and  has  done  I  think  a  spectacular  job  of  thinking  through 
and  meeting  with  all  kinds  of  people  about  priorities — we  simply 
have  not  had  sufficient  understanding  of  either  the  immunology  or 
the  virology.  We  do  not  understand  enough  about  the  virus  to  be 
able  to  develop  either  the  effective  vaccines  that  we  all  want,  or 
more  effective  treatments,  or  things  that  would  stimulate  the  im- 
mune system.  You  can  either  increase  the  resistance  of  the  individ- 
ual, or  you  can  attack  the  virus  itself  And  Bill  Paul's  conclusion — 
and  I  think  he  is  absolutely  right — is  that  we  still  lack  that  fun- 
damental knowledge  sufficient  to  either  develop  the  drugs  or  the 
vaccines  that  are  necessary. 
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Now,  we  do  have  a  good  understanding  of  some  of  the  behavioral 
factors  and  some  of  the  interventions  that  work.  And  one  of  the 
things  we  are  trying  to  do  with  the  CDC  programs  is  to  apply  those 
much  more  vigorously  in  the  prevention  programs  in  communities 
across  the  country,  with  much  more  community  planning  and  par- 
ticipation. 

So  that  on  the  behavioral  side,  we  are  not  applying  that  knowl- 
edge nearly  as  effectively  as  we  should;  on  the  biomedical  side,  we 
do  not  yet  nave  the  basic  knowledge. 

Senator  Wellstone.  But  can  I  ask— and  I  am  going  to  get  to  the 
formula  question — but  I  now  have  two  grandchildren,  and  I  am 
struck  by  how  for  little  children,  to  use  a  fancy  term,  it  is  like  the 
infinite  regression  of  causality,  where  every  time  you  answer  a 
question,  they  ask  "Why?"  again.  What  I  am  interested  in  is  why 
we  do  not  have  a  sufficient  understanding  of  the  immunology  or 
the  virology.  Are  we  devoting  enough  resources  to  this  research  so 
that  we  can  find  a  cure,  or  aren't  we?  And  I  know  this  may  be  just 
very  naive,  but  you  look  at  the  map,  and  you  think  about  all  of  this 
and  the  horror  of  it,  and  you  say,  well,  we  do  not  have  an  adequate 
understanding.  I  want  to  find  out  why  we  do  not  have  an  adequate 
understanding. 

Dr.  Lee.  The  President  has  just  submitted  a  budget  to  Congress. 
We  have  gone  through  a  process  over  many,  many  months  of  decid- 
ing how  much  money  to  allocate  to  NIH  and  how  much  to  the  In- 
dian Health  Service  and  other  elements.  The  funds  are  limited. 
With  those  limited  resources,  we  then  depend  upon  the  scientists 
particularly  to  say  what  is  the  best,  with  these  limited  resources. 

Certainly,  if  you  asked  Tony  Fauci  or  Bill  Paul  or  Harold 
Varmus,  they  would  say  yes,  give  us  more  resources,  and  we  can 
do  a  better  job,  when  you  are  only  funding  20  percent  of  the  ap- 
proved projects.  So  it  is  the  resource  constraint,  and  that  is  very 
real.  But  within  that  constraint,  I  think  we  have  given  a  priority 
that  is  appropriate  to  AIDS  basic  research  at  NIH. 

Senator  Wellstone.  Given  the  constraints. 

Dr.  Lee.  Given  the  constraints. 

Senator  Wellstone.  Right.  I  understand  the  issues,  because  I 
know  Joan  Samuelson  who  comes  here,  who  struggles  with  Parkin- 
son's, and  I  had  two  parents  with  Parkinson's,  and  one  could  ask 
where  will  the  research  be  for  that,  or  for  diabetes,  or  for  Alz- 
heimer's, or  for  breast  cancer.  So  we  have  one  group  of  people 
struggling  with  an  illness  who  are  pitted  against  another  group. 
But  I  think  the  reality  is  the  constraints  of  the  budget,  and  I  think 
we  should  be  explicit.  If  we  are  not  allocating  enough  funding,  and 
we  have  made  that  decision,  then  we  should  be  clear — we  are  not. 
It  sounds  like  that  is  part  of  what  you  are  saying. 

Dr.  Lee.  I  agree  with  that. 

Senator  Wellstone.  OK  I  just  want  to  have  that  on  the  record. 

I  have  one  other  question.  I  appreciate  this  hearing,  too,  and  I 
also  do  not  want  us,  within  this  Ryan  White  framework  which  has 
been  so  successful,  to  end  up  being  in  a  zero-sum  relationship  be- 
tween the  cities  and  the  States,  but  I  also  appreciate  the  concerns 
of  the  chairwoman  about  this. 

Could  you  comment  a  little  bit  on  some  of  the  problems  that 
some  of  the  cities  have  that  either  are  newly  designated,  or  per- 
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haps  at  some  time  in  the  future  will  be  designated  as  Title  I  cities 
in  actually  developing  the  infrastructure  to  deliver  services.  This  is 
an  issue  that  certainly  comes  out  in  Minnesota,  where  there  is 
some  concern  about  the  formula  right  now,  and  I  am  assuming  we 
will  work  out  something  that  will  bring  people  together. 

But  could  you  comment  on  that  problem — in  other  words,  not  a 
San  Francisco  or  a  New  York,  which  has  had  to  deal  with  a  real 
crisis,  and  I  would  not  belittle  that  for  a  moment,  but  let  us  say 
a  city  that  has  not  been  designated  and  does  not  have  that  service 
infrastructure  developed  right  now. 

Dr.  Lee.  When  you  think  about  the  problem,  and  you  think  about 
a  community  where  only  25  percent  of  the  persons  who  will  need 
care  with  AIDS  will  have  private  health  insurance,  so  you  have  a 
very  serious  problem  in  financing;  then  you  have  to  have  physi- 
cians, hospitals,  social  services  agencies,  Meals-on-Wheels,  housing 
support  systems  where,  for  other  illnesses — let  us  say  like  heart 
disease — most  of  the  people  have  Medicare,  or  they  have  private  in- 
surance. But  for  this  group,  you  have  an  uninsured  population, 
which  makes  it  very  difficult.  Then  you  have  to  organize,  and  you 
have  to  have  leadership  to  organize  the  continuum  of  care. 

And  listening  to  Dr.  Sweet,  you  see  the  kind  of  leadership — ^for 
10  years,  she  has  been  doing  that,  not  only  in  Wichita,  but 
throughout  Kansas  in — what  did  she  say — a  six-  or  eight-county 
area  in  the  region  where  they  have  to  organize.  And  then  she  is 
available  to  practitioners  in  a  number  of  communities  where  they 
did  not  used  to  have  any  AIDS  cases. 

There  has  to  be  that  kind  of  cooperation  and  networking.  There 
is  no  reimbursement,  I  am  sure,  when  she  takes  a  phone  call  from 
a  rural  physician  who  may  spend  30  minutes  discussing  a  particu- 
lar patient. 

So  that  you  then  have  to  have  an  organization  in  the  community 
that  looks  at  the  whole  and  links  the  pieces  together  in  the  contin- 
uum of  care.  So  those  are  not  easy  pieces  to  put  together,  and 
again,  the  Ryan  White  money  provides  at  least  limited  resources 
that  help  to  put  that  structure  together.  And  then  you  have  the 
volunteers,  you  have  the  local  funds,  you  have  some  employers  who 
have  contributed.  There  are  other  sources  of  support.  But  basically, 
you  have  a  very  severe  problem  because  of  the  lack  of  private  in- 
surance for  most  of  these  individuals. 

Senator  Wellstone.  And  I  think.  Madam  Chair,  it  also  gets  to 
the  issue  of  Title  I  money  and  the  allocation  of  it  vis-a-vis  different 
cities. 

I  thank  you  very  much. 

The  Chairman.  Thank  you  very  much.  Assistant  Secretary  Lee. 
You  have  done  a  fine  job  in  addressing  this  issue  as  well  as  all  the 
other  public  health  issues  that  are  in  your  portfolio. 

Thank  you  so  much. 

Dr.  Lee.  Thank  you.  We  look  forward  to  working  with  you. 
The  Chairman.  Thank  you. 

The  Chairman.  It  is  a  pleasure  to  welcome  next  Dr.  William  J. 
Scanlon,  who  is  the  associate  director  of  Medicaid  and  intergovern- 
mental relations  at  the  General  Accounting  Office.  Dr.  Scanlon  has 
spent  some  time  looking  at  this  particular  formula  distribution, 
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and  we  very  much  look  forward  to  hearing  your  testimony  this 
morning. 
Dr.  Scanlon. 

STATEMENT  OF  WILLIAM  J.  SCANLON,  ASSOCIATE  DIRECTOR 
OF  MEDICAID  AND  INTERGOVERNMENTAL  RELATIONS,  U.S. 
GENERAL  ACCOUNTING  OFFICE,  WASfflNGTON,  DC,  ACCOM- 
PANTED  BY  JERRY  FASTRUP,  ASSISTANT  DIRECTOR,  AND 
MARK  VINKENES,  SENIOR  SOCIAL  SCIENCE  ANALYST 

Mr.  Scanlon.  Thank  you,  Madam  Chairman  and  members  of  the 
committee. 

We  are  very  pleased  to  be  here  today  to  discuss  the  distribution 
of  funds  to  State  and  metropolitan  areas  under  the  Ryan  White 
CARE  Act. 

I  would  like  to  introduce  my  colleagues,  Jerry  Fastrup,  an  assist- 
ant director  in  the  health  financing  area  at  the  General  Accounting 
Office,  and  Mark  Vinkenes,  assisting  him  with  the  charts. 

Today,  we  will  be  reporting  on  a  study  that  you  requested  on  the 
allocation  of  funds  under  the  Act,  and  like  Dr.  Lee's  testimony,  we 
will  largely  present  a  statistical  picture  of  the  funding  under  the 
Act,  but  we  are  very  aware  of  the  human  side  of  the  story  that  you 
have  heard  so  poignantly  today,  that  underscores  the  importance 
of  the  services  and  the  distribution  of  the  funds  under  the  Act. 

For  this  study,  we  examined  three  questions.  First,  how  equi- 
tably do  the  existing  Title  I  and  Title  II  formulas  distribute  funds; 
second,  which  factors  might  inhibit  the  formulas  from  achieving 
greater  equity;  and  finally,  what  formula  changes  could  improve 
equity. 

Before  I  discuss  our  findings,  I  would  like  to  describe  the  two  eq- 
uity criteria  which  we  use  to  assess  existing  formulas.  Both  are 
widely  recognized  and  have  been  employed  by  GAG  in  previous 
intergovernmental  grant  analyses. 


to  which  Federal  funds  would  enable  metropolitan  areas  or  States 
to  purchase  a  comparable  level  of  services  for  their  HIV  population. 

The  second  is  taxpayer  equity.  It  considers  the  degree  to  which 
metropolitan  areas  and  States  would  be  able  to  supplement  Federal 
funds  to  purchase  comparable  services  while  imposing  comparable 
burdens  on  their  taxpayers. 

To  meet  either  the  beneficiary  or  the  taxpayer  equity  criterion, 
as  you  can  see  in  the  chart,  a  formula  should  reflect  the  differences 
across  States  in  caseloads  or  the  number  of  persons  who  are  in 
need  of  services,  as  well  as  differences  in  the  cost  of  providing  serv- 
ices. 

To  satisfy  the  taxpayer  equity  criterion,  a  formula  should  also  re- 
flect the  capacity  of  State  and  local  taxpayers  to  fund  services  from 
their  own  resources. 

Let  me  turn  now  to  the  first  question  our  study  addressed,  how 
equitably  the  existing  formulas  are  distributing  funds. 

When  we  examined  the  distribution  of  CARE  Act  funding,  we 
found  that  funds  allocated  under  Titles  I  and  II  did  not  meet  either 
the  beneficiary  or  the  taxpayer  equity  criteria.  There  is  widespread 
variation  in  the  funding  per  case  under  both  titles.  In  fiscal  year 
1994,  the  Title  I  formula,  which  distributes  money  to  eligible  met- 
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ropolitan  areas,  or  EMAs,  resulted  in  per  case  funding  levels  rang- 
ing from  $805  in  Riverside,  CA  to  $2,556  in  San  Francisco,  a  dif- 
ference of  over  300  percent. 

Similarly,  there  was  wide  variation  in  Title  II  funds  distributed 
to  the  States.  Again,  for  fiscal  year  1994,  Title  II  per  case  funding 
ranged  from  $960  in  Hawaii  to  $2,600  in  New  York,  a  difference 
of  about  270  percent. 

Such  differences  in  per  case  funding  would  not  be  a  problem  from 
an  equity  perspective  if  they  reflected  differences  in  the  cost  of  de- 
livering services,  or  in  State  and  local  funding  capacity.  However, 
when  we  examined  the  difference  in  combined  Title  I  and  Title  II 
funds  across  States,  we  found  that  cost  differences  and  funding  ca- 
pacity could  explain  only  36  percent  of  the  variation.  Approxi- 
mately 64  percent  of  the  differences  in  State  funding  per  AIDS  case 
appears  to  be  unrelated  to  State  funding  needs. 

As  to  why  the  existing  Title  I  and  Title  II  formulas  result  in  the 
observed  funding  inequities,  we  identified  four  contributory  factors. 
First,  AIDS  cases  in  eligible  metropolitan  areas  are  counted  in  both 
the  Title  I  and  Title  II  formulas.  Our  analysis  indicates  that  this 
double  counting  of  EMA  cases  accounts  for  about  half  of  the  dif- 
ferences in  States'  total  per  case  funding.  The  inequities  are  larger 
in  States  where  a  majority  of  the  cases  live  in  EMAs,  since  a  larger 
fraction  of  their  caseload  is  double-counted. 

For  example,  as  you  can  see  in  this  figure,  per  case  funding  was 
about  $1,000  in  States  without  an  EMA,  $1,700  in  States  where 
less  than  half  of  the  State's  caseload  lived  in  an  EMA,  and  $2,200 
in  States  where  more  than  half  of  the  State's  caseload  lived  in  an 
EMA. 

The  net  result  is  that  most  of  the  variation  in  per  case  funding 
can  be  explained  by  the  extent  to  which  a  State's  caseload  is  dou- 
ble-counted rather  than  by  the  State's  funding  needs. 

The  second  factor  contributing  to  the  inequitable  distribution  of 
funds  is  the  use  of  an  inappropriate  caseload  measure  in  Title  I. 
The  Title  I  formula  uses  the  cumulative  number  of  AIDS  cases  re- 
ported since  1981,  which  includes  many  persons  who  are  deceased. 
The  inclusion  of  deceased  persons  results  in  EMAs  that  experi- 
enced more  recent  increases  in  AIDS  cases  receiving  substantially 
less  per  case  funding  than  older  EMAs.  Looking  at  this  figure,  you 
can  see  that  the  18  metropolitan  areas  that  became  eligible  in  the 
Act's  first  2  years  received  an  average  of  approximately  $1,500  per 
case  in  fiscal  year  1994.  In  contrast,  the  16  EMAs  that  became  eli- 
gible in  the  subsequent  2  years  averaged  only  $1,000  per  case — 
one-third  less  than  the  early  metropolitan  areas. 

The  third  problem  contributing  to  the  funding  inequities  is  that 
neither  the  Title  I  nor  the  Title  II  formula  includes  a  measure  of 
the  differences  in  cost  of  providing  AIDS  and  HIV  services  across 
EMAs  in  States.  Since  CARE  Act  services  are  labor-intensive,  we 
use  the  Medicare  Hospital  Wage  Cost  Index  as  a  proxy  measure  of 
service  costs.  We  found  that  for  Title  I  cities,  the  estimated  cost  of 
providing  services  was  about  30  percent  above  the  national  average 
in  New  York,  Oakland  and  San  Francisco,  and  about  10  percent 
below  the  national  average  in  Miami — a  difference  of  about  40  per- 
cent. 


65 


This  suggests  that  New  York,  Oakland  and  San  Francisco  must 
spend  much  more  than  Miami  to  provide  a  comparable  level  of 
services  to  their  patients. 

The  final  problem  we  identified  with  the  existing  formulas  is  that 
they  do  not  include  appropriate  measures  of  either  State  or  EMA 
funding  capacities.  Funding  capacity  depends  on  the  size  of  local 
tax  bases  and  the  service  demands  placed  on  those  local  tax  bases. 
The  current  Title  I  formula  measures  the  demand  for  services,  but 
the  strength  of  each  EMA's  tax  base  is  not  included.  The  Title  II 
formula  does  measure  the  strength  of  each  State's  tax  base;  how- 
ever, it  does  not  consider  the  demands  for  services  that  are  placed 
on  those  tax  bases. 

Turning  now  to  the  final  question  of  the  study,  of  how  to  make 
the  distribution  of  CARE  Act  funds  more  equitable,  the  formulas 
for  Title  I  and  Title  II  could  be  modified  to  meet  either  the  bene- 
ficiary equity  or  the  taxpayer  equity  criteria.  In  doing  so,  a  choice 
needs  to  be  made  as  to  whether  to  emphasize  beneficiary  or  tax- 
payer equity,  as  no  formula  will  completely  satisfy  both  criteria  si- 
multaneously. 

Regardless  of  which  criterion  is  emphasized,  however,  the  follow- 
ing changes  could  make  the  Title  I  and  Title  II  formulas  more  re- 
flective of  these  equity  criteria.  First,  the  current  Title  I  and  II 
structure  could  be  revised  to  eliminate  the  counting  of  EMA  cases 
in  both  formulas.  One  way  of  overcoming  this  double-counting 
would  be  to  make  separate  appropriations  for  the  major  activities 
funded  by  the  CARE  Act.  Our  last  chart  illustrates  how  appropria- 
tions might  be  structured. 

For  example,  one  appropriation  could  be  for  services  that  State 
governments  provide  statewide — that  is,  home  health,  medications, 
and  insurance  continuation — a  second  appropriation  for  medical 
and  support  services,  whose  provision  is  shared  by  State  govern- 
ments and  EMAs;  and  finally,  one  for  discretionary  purposes,  that 
is,  competitive  grants,  evaluations,  and  technical  assistance. 

An  equity-based  formula  could  then  be  developed  to  allocate 
funding  for  the  statewide  services  based  on  the  total  caseload  of 
each  State.  Similarly,  funds  appropriated  for  medical  and  support 
services  could  be  divided  into  allocations  to  State  governments 
based  on  the  nonEMA  portion  of  State  caseloads,  and  another  allo- 
cation for  EMAs  based  on  their  share  of  AIDS  cases.  Such  a  fund- 
ing arrangement  would  eliminate  the  inappropriate  double-count- 
ing of  caseloads  that  occurs  under  the  current  system. 

A  second  change  that  would  improve  equity  would  be  to  include 
a  caseload  measure  that  estimates  the  number  of  people  living  with 
AIDS  and  excludes  deceased  persons.  We  have  developed  such  an 
estimate  from  existing  CDC  data. 

Third,  the  formula  could  include  a  cost  measure,  such  as  the 
Medicare  Hospital  Wage  Cost  Index.  Use  of  such  a  measure  would 
better  compensate  the  EMAs  and  States  that  must  pay  more  to 
provide  services  to  their  clients  because  of  their  higher  private  sec- 
tor health  care  costs. 

Finally,  to  increase  resources  in  States  and  EMAs  with  poorer 
funding  capacity,  the  current  fiscal  capacity  factors  could  be  revised 
to  better  measure  the  EMAs  and  State  AIDS  incidence  rates  and 
tax  bases. 
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In  conclusion,  our  analysis  of  the  existing  formula  suggests  that 
Federal  funding  under  Titles  I  and  II  of  the  CARE  Act  can  be  made 
more  equitable.  However,  modifying  the  formulas  to  achieve  great- 
er equity  will  likely  involve  significant  changes  in  grants  to  some 
EMAs  and  States.  To  avoid  undue  disruption  of  service  delivery, 
any  change  could  include  a  phasing  in  of  formula  modifications. 
Hopefully,  this  would  minimize,  if  not  avoid,  disruption  of  the  serv- 
ice delivery  networks  that  the  CARE  Act  has  made  possible  over 
the  last  5  years. 

Madam  Chairman,  this  concludes  my  remarks,  and  we  would  be 
happy  to  answer  any  questions. 

[The  prepared  statement  of  Mr.  Scanlon  follows:] 


Statement  of  William  J.  Scanlon.  Associate  Director 

Health  Financing  and  Policy  Issues 

Health,  Education,  and  Human  Services  Division 

Madam  Chairman  and  Members  of  che  Commicnee: 

We  are  pleased  co  be  here  today  co  discuss  the  discribucion 
of  funds  to  states  and  metropolitan  areas  under  the  Ryan  white 
■  .  Comprehensive  AIDS  Resources  Emergency  (CARE)   Act  of  1990.  with 

over  400,000  people  in  the  United  States  being  reported  as  having 
the  acquired  immunodeficiency  syndrome   (AIDS)   and  over  240,000 
people  reported  as  having  died  of  the  disease,   AIDS  has  become  one 
of  the  most  serious  health  threats  to  the  American  public. 
Currently,   the  CARE  Act  is  the  only  federal  program  that  makes  funds 
available  specifically  for  the  provision  of  medical  and  support 
services  to  individuals  with  AIDS  and  the  human  immunodeficiency 
virus   (HIV) . 

Title  I  of  the  CARE  Act  ma)<es  funds  available  to 
metropolitan  areas  disproportionately  affected  by  HIV  for  the 
provision  of  medical  and  support  services.     During  fiscal  year  1994, 
S326  million  in  title  I  funds  were  appropriated  and  distributed  to 
34  eligible  metropolitan  areas   (EMA)'  in  17  states,   the  District  of 
Columbia,   and  Puerto  .^ico.     Title  II  of  the  act  provides  funds  to 
r  states  and  territories  for  medical  and  support  services,  medication 

assistance,   home  health  care,   and  insurance  continuation.  During 
fiscal  year  1994,    S1S4  million  were  appropriated  under  title  II.  Of 
the  over  $500  million  in  title  I  and  II  funds  that  were  distributed 
to  the  states  and  EMAs  m  fiscal  year  1994,   over  S200  million  were 
distributed  by  formula.     The  remaining  funds  were  distributed 
competitively  through  supplemental  grants  to  EMAs  and  grants  to 
programs  determined  to  be  Special  Projects  of  National  Significance. 

'3, Today,  we  are  here  to  report  on  ::he  results  of  t.he  study  you 
requested  on   (1)   how  squiuably  t.he  existing  formulas  are 
distributing  title  I  and  II  funds,    (2)  which  factors  i.ihibit  the 
formulas  from  achieving  rreatar  equity,   and   (3i   what  formula  changes 
could  improve  equity.     Our  study  focuses  on  only  t.-.csa  title  I  and 
II  funds  that  are  distriautad  by  formula  and  did  "z  consider  funds 
that  were  awarded  competitively. 

We  assessed  the  funding  distribution  resulting  from  the 
f  existing  formulas  usi.-.g  ;wc  widely  recognized  eq^ji--..'  rritaria.-  The 

first  criterion--benef iciary  equity — considers  the  degree  to  which 
federal  funds  enable  each  EMA  or  state  zo  purchase  2  comparable 
level  of  services  for  its  HIV  population.     T.he  3econd--taxpayer 
equity--considers  the  degree  to  which  EMAs  and  states  are  able  tt 
supplement  federal  f-.inds  tc  finance  a  romcarable  Isvsl  cf  services 
with  comparable  burde.ns  or.  their  -axpayers .     Ti  aeet  -ri-.ier  tr.s 


'To  be  eligible  for  tr.ese  iunds.  ;  mecrocoli-ir.  =r2=  r.u=-  .-av= 
reported  s  c-jjr.uiative  rase  rcun:       .--r='  z.-.ar.  I         rases  .-.ZZ; 


'These  criteria  have  been  used  zz  assess  a  variecv  runding 
:or::iuias.    See  iicliccrachy . 


67 


beneficiary  or  the  taxpayer  equity  criterion,   grant  allocation 
formulas  should  reflect  the  following  dimensions  of  state  or  local 
funding  needs:      (1)   caseloads--that  is,   the  number  of  people 
potentially  needing  services--and  (2)   the  cost  of  providing  those 
services.     To  satisfy  the  taxpayer  equity  criterion,    formulas  should 
also  reflect  the  capacity  of  state  and  local  taxpayers  to  fund 
services  from  state  and  local  resources. 

In  brief,   our  study  found  that  the  CARE  Act  funding  formulas 
result  in  per  case  funding  disparities  that  are,   to  a  large  extent, 
unrelated  to  service  costs  or  to  the  ability  of  states  and  EMAs  to 
fund  services  from  local  sources.     These  funding  disparities  result 
from  the  fact  that   (1)  EMA  cases  are  inappropriately  double  counted 
in  both  the  title  I  and  II  formulas,    (2)   there  is  no  indicator  that 
reflects  differences  in  the  cost  of  providing  services  in  both 
states  and  EMAs,   and   (3)   formula  factors  are  present  which 
inappropriately  measure  caseloads  and  funding  capacity.     We  believe 
that  greater  funding  equity  could  be  achieved  by  changing  the 
structure  of  the  two  titles  to  eliminate  the  inappropriate  double 
counting  of  AIDS  cases  and  by  using  mors  appropriate  measures  of  EMA 
and  state  funding  needs. 

BACKGROUND:      THE   CURRENT  FORMULAS 

The  CARE  Act  was  signed  into  law  on  August  18,   1990,  "to 
improve  the  quality  and  availability  of  care  for  individuals  and 
families  with  HIV  disease."     Title  I  of  the  act  makes  funds 
available  to  EMAs--localities  disproportionately  affected  by  HIV-- 
for  the  purpose  of  providing  medical  and  support  services  to 
individuals  residing  in  their  areas .     Sixteen  EMAs  initially 
received  title  I  funding  in  1991,   and  the  number  has  grown  to  34 
EMAs  in  fiscal  year  1994  and  to  42  in  fiscal  year  1995.     Title  II  of 
the  act  makes   funds  available  to  states  to  provide  medical 
assistance  to  people  living  outside  EMAs  and  to  provide  other  forms 
of  assistance  to  all  state  residents. 

Each  title  has  a  separate  funding  formula.     The  title  I 
formula  includes  measures  of  EMAs'  caseloads  and  funding  capacities, 
but  it  does  not  include  a  measure  of  their  service  costs .  Caseloads 
are  measured  by  the  cumulative  number  of  AIDS  cases  reported  since 
1981,   and  funding  capacity  is  measured  by  the  EMAs'  AIDS  incidence 
rates   (the  number  of  cumulative  AIDS  cases  per  capita)  .       In  fiscal 
year  1994,    the  existing  title  I  formula  resulted  in  per  case  funding 
aunounts  that  ranged  from  $805  in  Riverside,   California,    to  $2,555  ir. 
San  Francisco--a  difference  of  over  300  percent. 

The  formula  for  title  II,   like  that  for  title  I,  includes 
measures  of  states '   cases  and  fiscal  capacities  but  not  their 
service  costs.     Caseload  is  n-.easured  zy  the  number  of  reported  AIDS 
cases  ir.  each  sz=.ze  fcr  z.ie  Z  t.cs:   I'srar.r   fiscal  years   for  which 
daca  are  available,   and  fiscal  capacity  is  measured  by  states'  per 
capita  personal  income.     m  addition,   for  states  with  EMAs,  the 
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Citle  II  formula  considers  in  its  caseload  measure  cases  that  are 
already  counted  for  Che  purpose  of  distributing  title  I  funds. 
During  fiscal  year  1994,   the  existing  title  I  and  II  formulas 
resulted  in  total  per  case  funding  amounts  that  ranged  from  $9  60  in 
Hawaii  to  $2,600  in  New  York--a  difference  of  270  percent.^ 

ASSESSING  THE  EQUITY  OF  THE  FORMULAS 

Title  I  Formula  MPets  Neither  Eauitv  Criterion 

Our  examination  of  the  title  I  formula  indicates  that  it 
currently  meets  neither  the  beneficiary  nor  the  taxpayer  equity 
criterion.     The  beneficiary  equity  criterion  is  not  met  because  per 
case  funding  is  not  systematically  related  to  the  cost  of  treating 
people  who  have  HIV.     As  mentioned  before,  per  case  funding  in 
fiscal  year  1994  varied  by  over  300  percent;  but  cost  differences 
accounted  for  only  13  percent  of  this  variation.*    As  an 
illustration,   the  Dallas  and  Oakland  EMAs  each  received  title  I 
allocations  of  approximately  $1,200  per  person  seeking  services,  but 
the  costs  of  providing  services  in  Oakland  are  about  37  percent 
higher  than  in  Dallas . 

Nor  is  the  taxpayer  equity  criterion  met.     In  addition  to 
not  being  systematically  related  to  cost  differences,   EMA  grant 
amounts  are  not  highly  related  to  their  funding  capacity  either. 
Our  analysis  of  fiscal  year  19  94  funding  for  EMAs  showed  that  only 
half  the  variation  in  per  case  funding  could  be  accounted  for  by 
differences  in  cost  and  funding  capacity.     That  is,   half  the 
variation  is  unrelated  to  funding  needs.     Using  Dallas  and  Oakland 
as  an  example  again,   Oakland's  funding  capacity  when  measured  in 
terms  of  its  tax  base,   costs,   and  concentration  of  AIDS  cases  is  17 
percent  lower  than  that  of  Dallas.     Under  the  taxpayer  equity 
standard,   Oakland  should  receive  a  larger  grant  to  compensate  for 
its  higher  costs  and  its  lower  funding  capacity.     Under  the  current 
title  I  formula,   however,   Dallas  and  Oakland  receive  the  same  per 
case  funding  amounts. 


^To  obtain  a  more  conservative  estimate  of  this  variation,  we  are 
not  considering  per  case  funding  amounts  for  territories  and  states 
that  received  the  minimum  title  II  grant  of  $100, OOC. 

^The  twc  EM^-s  located  in  Puerto  ?.ico--?once  and  San  Jua---were 
excluded  frcrr^  zr.is  analysis.     Tr.e  i.- t_usior.  t:  tr.ese  ZM-.s  '.•.■"■uli 
result  in  cost  differences  accounting  for  only  2  percent  of  the 
variation. 
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Combiniqd  Titles   I  and  II  Funding  Do  Not:  Meet  Eauitv  Criteria 

When  we  examined  the  distribution  of  CARE  Act  funding  across 
states,   we  found  that  funds  allocated  under  titles  I  and  II  did  not 
meet  the  beneficiary  or  the  taxpayer  equity  criteria.^     Total  per 
case  funding  ranges  from  $960  to  $2,600.     For  states  like  California 
and  New  York,   per  case  funding  is  2  0  percent  and  3  0  percent  above 
the  national  average,   respectively,  while  states  like  Delaware, 
Hawaii,   and  Vermont  have  total  per  case  funding  levels  about  50 
percent  below  the  national  average.     We  found  that  cost  and  funding 
capacity  could  explain  only  3  6  percent  of  these  differences.* 
Approximately  64  percent  of  the  variation  in  state  funding  per  AIDS 
case  appears  to  be  unrelated  to  states '   funding  needs . 

FUNDING   INEQUITIES   RESULT  FROM  THE   STRUCTURE  AND  C0MP0NT:NTS  OF  THE 
TITLE  I  h^  ll  FOK-IVLAS 

Multiple  features  of  the  title  I  and  II  formulas  contribute 
to  the  funding  inequities  we  have  identified.     Specifically,  they 
occur  because  of  the  counting  of  EMA  cases  in  both  the  title  I  and 
II  formulas,    the.  inclusion  of  an  inappropriate  caseload  measure  in 
the  title  I  formula  and  inappropriate  meas'ires  of  EMAs '   or  states' 
funding  capacities  in  both  formulas,   and  the  absence  of  any  measure 
of  EMAs'   and  states'   service  costs. 

PQublg  Cguntinq  SI-IA  Cases 

Our  analysis  of  differences  in  states '   per  case  funding 
amounts  indicates  that  about  half  of  this  variation  is  due  to  the 
double  counting  of  EMA  cases  in  both  the  title  I  and  II  formulas 
rather  than  differences  in  funding  needs    (that  is,   cost  or  funding 
capacity  differences )  .     The  inequities  are  larger  m  states  where  a 
majority  of  the  cases  live  in  EMAs,   since  a  larger  fraction  of  their 
caseload  is  double  counted.     For  example,   per  case  funding  was  about 
$1,000  in  states  without  an  EMA,   SI, 700  in  states  where  less  than 
half  the  state's  caseload  lived  m  an  EMA,   and  $2,200  in  states 
where  more  than  half  of  the  state's  caseload  lived  in  an  EMA  (see 
fig.   1).     Thus,  most  of  the  variation  in  per  case  funding  can  be 
explained  by  the  extent  to  which  a  state's  caseload  is  double 
counted  rather  than  by  the  state's  funding  needs. 


^For  purposes  of  our  comparisons,   iriCerscace  funding  equiny  was 
based  on  the  total  amount  of  title  I  and  II  funds  allocated  wizhin 
the  states.  We  did  not  perforrr.  a  secarate  analysis  of  the  title  II 
formula. 

'To  develop  a  r.cre  ".-alii  eit_.T._ir     .-  _ie:_  iizr  :ur  ana_yi_: 

those  states  that  received  the  r- nir.ioTi  tit.e  II  crant  amount  o: 
$100,000. 
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FicnirP  1:  Sr,ate  Funding  bv  AID.q  nastgs 
Rgsidinc  in  an  EM^. 


Total  p«r  CaM  Oellars 


0%         1-49%      50%  or 


AIDS  Ca*M  in  th*  EMA 


inapprgpgiats  Tide 


:aseload  Measure 


The  title  I  caseload  measure  is  based  on  the  cumulative 
number  of  people  with  AIDS  that  EMAs  reported  to  the  Centers  for 
Disease  Control  and  Prevencion   (CDC)   since  1981,  when  reporting 
began.     By  the  end  of  19  93,  however,   two -thirds  of  these  people  had 
been  reported  to  have  died  and  were,   therefore,   no  longer  using 
title  I  funded  services . 


Because  the  formula  includes  deceased  persons,    the  EMAs  that 
experienced  more  recent  increases  in  AIDS  cases  receive 
substantially  less  per  case  funding  than  do  the  older  EMAs.  For 
example,   the  18  EMAs  that  were  first  eligible  to  receive  title  I 
funds  were  funded  in  fiscal  year  1994  at  about  $1,500  per  case  on 
average.     In  contrast,   during  this  same  fiscal  year,   the  16  EMAs 
that  had  become  eligible  later  were  funded  at  only  $1,000  per  case-- 
one-third  less  than  the  older  EMA?    (see  fig.  2). 
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FiaurP  7.-     Fiscal  Year  1994  Fnndina  per  Case 


Funding  p«rCaaa  (OolUrt) 

1500 


500 


Note:  Early  EMAs  are  the  first  18  that  entered  the  program,  and 
later  EMAs  are  the  next  16  that  became  eligible  under  title  I. 


Absence  of  a  Cost  Measure 

While  the  costs  of  providing  AIDS  and  HIV  services  vary 
among  EMAs  and  states,   neither  the  title  I  nor  title  II  formulas 
includes  a  factor  to  measure  those  differences.     Information  on  the 
actual  costs  of  providing  health  and  support  services  to  people  with 
AIDS  and  HIV  within  different  geographic  areas  is  not  available. 
However,  most  of  the  delivery  costs  for  these  services  appear  to  be 
associated  with  the  personnel  who  provide  the  services.     Titles  I 
and  II  primarily  fund  outpatient  health,   support,   and  case 
management  services,   and  these  services  are  labor-intensive.  A 
proxy  measure  for  labor  costs  is  available  through  the  Medicare 
Hospital  Wage  Cost  Index.' 

Using  this  index  for  title  I  cities,  we  estimated  that  the 
cost  of  providing  medical  services  was  about  3  0  percent  above  the 
national  average  in  the  New  York,  Oakland,   and  San  Francisco  EMAs 
and  about  10  percent  below  the  national  average  in  the  Miami  EMA--a 
difference  of  about  40  percent.     This  suggests  that  the  New  York, 
Oakland,   and  San  Francisco  EMAs  must  spend  much  more  than  the  Miami 


The  Medicare  Hospi-  =  _  Wage  ZzjZZ  Index  was  derived  fron^.  hospical 
salary  surveys  and  was  designed  to  be  refleccive  oi  personnel  costs 
in  hospitals  subject  to  the  Medicare  prospective  payment  system. 
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EMA  Co  provide  a  comparable  level  of  services  to  their  patients. 
Similarly,   under  title  II,   we  estimated  that  the  cost  of  providing 
medical  services  was  more  than  15  percent  above  the  national  average 
in  the  states  of  Alaska,   California,   and  New  York  and  more  than  10 
percent  below  the  national  average  in  states  like  Alabama,  Arkansas, 
and  Mississippi. 

Inappronriate  Fiscal  Capacity  Measures 

State  and  EMA  funding  capacities  depend  on  the  size  of  their 
tax  bases  and  the  service  demands  placed  on  those  tax  bases.  The 
current  title  I  formula  measures  the  demand  for  services  through  the 
use  of  an  AIDS  incidence  rate  factor,  but  the  strength  of  each  EMA's 
tax  base  is  not  included.  As  a  result,  the  title  I  formula  does  not 
adequately  adjust  EMAs '  allocations  to  target  those  with  smaller  tax 
bases  and  fewer  resources  to  draw  upon  for  financing  the  needs  of 
the  cases  they  must  serve. 

The  title  II  formula  does  measure  the  strength  of  each 
state's  tax  base  through  the  use  of  per  capita  personal  income. 
However,   it  does  not  consider  the  demand  for  services  that  is  placed 
on  state  tax  bases.     As  a  result,   the  title  II  formula  does  not 
c.dequately  adjust  state  allocations  to  target  states  with  tax  bases 
that  are  burdened  by  a  heavy  demand  for  services. 

GREATER  FUNDING   EOUI-Y  CAN  BE  ACHIEVED 

A  formula  for  allocating  funds  may  meet  either  the 
beneficiary  equity  criterion  or  the  taxpayer  equity  criterion,  but 
no  formula  is  likely  to  completely  satisfy  both  criteria 
simultaneously.     As  a  result,   the  choice  of  developing  a  formula 
that  meets  one  or  a  combination  of  Che  two  equity  criteria  depends  / 
on  judgmencs  abouc  whecher  beneficiary  or  caxpayer  equity  should  be  ■ 
emphasized.     Regardless  of  which  criterion  is  emphasized,   however,  \J, 
the  following  changes  could  make  the  title  I  and  II  formulas  more 
reflective  of  these  equity  criteria. 

First,   the  current  title  I  and  II  structure  could  be  revised 
to  eliminate  the  counting  of  EMA  cases  in  both  formulas.  Presently, 
funding  for  titles  I  and  II  does  not  always  reflect  the  division  of 
service  responsibilities  between  EMAs  and  state  governments.  Title 
I  funds  EMAs  that  are  responsible  for  providing  medical  and  support 
services  to  the  individuals  who  reside  in  their  areas  of  coverage. 
Title  II  funds  states  that  have  several  areas  of  responsibility. 
These  include  administering  medical  and  support  services  to 
individuals  living  outside  EMAs  and,   at  their  discretion,  providing 
additional  funding  for  such  services  to  individuals  in  EMAs. 
Additionally,   states  are  responsible  for  administering  certain 
services  th.^oughout  the  entire  state;   specifically,   home  healtr. 
care,    assistance  vicr.  purchasmc  medications,    ar.i  _r.3_ranc6 
continuation . 
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Because  state  governmencs  are  responsible  for  multiple  types 
of  ser-.'-ices  with  potentially  differing  scopes  of  coverage,  defining 
a  caseload  measure  for  state  governments  under  title  II  is 
complicated.     Some  of  the  services  state  governments  provide 
encompass  the  caseload  of  the  entire  state,  which  would  imply  using 
the  state's  total  caseload  in  the  allocation  formula.     On  the  other 
hand,   EMAs  provide  the  bulk  of  medical  services  for  people  living 
within  an  EMA,   and  states  are  primarily  responsible  for  those  cases 
living  outside  an  EMA.     This  suggests  that  the  appropriate  caseload 
measure  for  these  services  should  be  based  primarily  on  state  cases 
living  outside  an  EMA. 

A  means  of  overcoming  this  complication  would  be  to  make 
separate  appropriations  for  the  major  activities  funded  by  the  CARE 
Act   (see  fig.   3) :     for  example,   one  for  services  that  state 
governments  provide  statewide   (that  is,   home  health,  medications, 
and  insurance  continuation) ,   one  for  medical  services  whose 
provision  Is  shared  by  the  state  governments  and  EMAs , ^  and  one  for 
discretionary  purposes   (that  is,   competitive  grants,  evaluations, 
and  technical  assistance) .     An  equity-based  formula  could  then  be 
developed  to  allocate  funding  for  statewide  services  based  on  the  - 
total  caseload  of  each  state.     Sirilarly,   funds  appropriated  for 
medical  services  could  be  divided  into  allocations  to  state 
governments,   based  on  the  non-EMA  portion  of  state  caseloads,  and 
another  allocation  for  EMAs  based  on  AIDS  cases  living  in  their 
service  delivery  area.     Such  a  funding  arrangement  would  eliminate 
the  inappropriate  double  counting  of  caseloads  that  occurs  under  the 
current  system. 


'Currer.iiy,  cicie  I  ~.a.Kes  an  apprccriai _ir.  izr  EM-.  zur.c'izns  and 
ciuie  II  makes  a  separate  appropriacion  zor  scace  zunc::ions,  some 
of  which  overlap  the  EMA  functions. 
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A  second  change  that  would  improve  equity  would  be  to 
include  a  caseload  measure  that  estimates  the  number  of  people 
living  with  AIDS  and  excludes  deceased  persons .     We  have  developed 
such  an  estimate  from  existing  CDC  data. 

Third,    the  formulas  could  include  a  cost  measure,   such  as 
the  Medicare  Hospital  Wage  Cost  Index.     Use  of  such  a  measure  would 
better  compensate  the  EMAs  and  states  that  must  pay  more  to  provide 
services  to  their  clients  because  of  their  higher  private  sector 
health  care  costs  . 

Finally,   to  increase  resources  in  states  and  EMAs  with 
poorer  funding  capacity,   the  current  fiscal  capacity  factors  could 
be  revised  to  better  measure  the  EMAs'  and  states'  AIDS  incidence 
rates  and  tax  bases  .     Currently,   the  title  I  fiscal  capacity  factor 
lacks  a  measure  of  EMAs'   tax  bases,   and  the  title  II  factor  lacks  a 
measure  of  states'   incidence  rates.     By  having  more  complete 
measures  of  EMA  and  state  fiscal  capacities,   che  formulas  could 
adjust  grants  based  on  both  the  demand  for  services  and  the  strength 
of  tax  bases.     In  addition,  using  total  taxable  resources   (TTR)'  in 


'TTR  measures  a  state's  fiscal  capacity  cy  measuring  all  income 
potentially  subject  zc  a  state's  taxing  a'utnoricy.    TTR  is  an 
average  of  personal  income  and  per  capica  Gross  State  Product 
(GSP)  .     Personal  income  is  compiled  by  -.ie  Departmen.  of  Commerce 
and  used  zo  measure  ihe  ir.come  received  by  state  residentis.  GSF 
measures  all  income  produced  within  a  state,  whether  received  by 
residents,  nonresidents,  or  retained  by  business  corporations. 
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the  state  fcrrp.ula  instead  cf  personal  income  could  result  in  a  more 
cor.prahensive  xeasure  cf  state  tax  bases. 


Cur  analysis  cf  the  existing  fcrr.ulas  suggests  that  federal 
funding  under  titles  I  and  II  cf  the  CARE  Act  can  he  n\ade  mere 
equitable.     An  important  purpose  of  the  legislation  was  to  target 
emergency  funding  to  areas  of  greatest  need.     At  that  time,  high 
incidences  of  HIV  were  found  in  fewer  areas  cf  the  country,  ser^/ice 
delivery  networks  were  jUSt  beginning  to  form,   and  these  service 
delivery  systems  had  to  rely  primarily  on  private  and  volunteer 
resources  . 

Hcwever,   HIV  has  become  much  more  a  nationwide  rather  than  a 
localized  epidemic  in  the  past  5  years.     A  key  q-jestion,   which  you 
have  raised,    is:     Has  the  distribution  of  CARZ  Act  funds  fairly 
reflected  the  relative  funding  needs  cf  states  and  Zl-lAs  charged  with 
caring  for  this  -/ulnerable  population? 

Cur  study  indicates  that  greater  eq^jity  can  be  achieved  in 
the  distribution  of  f -unds .     This  cai.  be  done  by  changing  the  current 
str-ucture  of  the  two  titles  to  eliminate  the  double  counting  of  SMA 
cases,    changing  the  title  I  caseload  measure  to  better  reflect  the 
ser-zice  population,    changing  both  formulas'    fiscal  capacity  m.easures 
to  better  reflect  ZMA  and  state  resources,   and  including  cost 
measures  in  each  of  the  formulas  to  adjust  grants  based  on  the  costs 
that  EMAs  and  states  incur  to  provide  ser-zices. 

Modifying  the  formulas  to  achieve  a  m.ore  eq-^itable 
distribution  of  fiunds  will  involve  significant  changes  m  grants  to 
scm.e  ZMA.s  and  states.     To  avoid  undue  disruption  cf  ser^/ice 
deliver-y,    any  change  could  include  a  phasing-in  of  formula 
m>odif  ications .     Measures  such  as  these  should  mjinim.ize,   if  not 
avoid,    disruption  of  the  ser-zice  delivery  netv.-crks  the  CAP-Z  Act  has 
m.ade  possible  over  the  last  5  yaars  . 


Madam  Chairm.an,  this  ccncludss  — prepared  rem.arks  .  '-•.■e  would  be 
pleased  to  respond  to  any  q-uesticns  at  this  tim.e. 


For  more  inform.aticn  on  this  testimony,   pleass  tal_  Jerry 
Fastrup,   Assistant  Cirector,    at     ZZ2  zl.Z-~21.  .     Zzr.ar  ma.;or 
contributors  included  3reg  C-yoalski     Senior  Irtncr.ist     and  Mark 
'.'inksnes.    Senior  Sccia.  Science  .knal-.-st. 


76 


^  APPENDIX  I 

APPENDIX  I 

fnPMTTT.A  FACTORS 

Title  I  Tide  II 

Current  Factors : 

Caseload  Cumulative  AIDS  Cases     AIDS  Cases  for  the  2 

Most  Recent  Fiscal 
Years 


Cost 


Noc  Measured 


Not  Measured 


Fiscal 
Capacity 


Per  Capita  AIDS 
Incidence 


Cubed  Root  of  Per 
Capita  Personal 
Income 


Proposed  Factors : 

Caseload 

Cost 

Capacity 


Weighted  Estimates  of  Persons  Living  With 
AIDS 

Medicare  Hospital  Wage  Cost  Index 
Tax  Base  Adjusted  by  AIDS  Incidence  Rates 


BIBLIOGRAPHY 

Federal  Security  Agency,   Social  Security  Administration.  The 
Principle  of  Ecrual i zat ion  Annlied  to  the  Allnr^rinn  of  Grants-in- 
Aid .     Memorandum  No.    66.     September  1947. 

Institute  for  Health  and  Aging,  University  of  California,  San 
Francisco.     Review  and  Evaluation  of  Alcohol.    Drug  Abuse,    and  Mental 
Health  Services  Block  Grant  Allotment  Formulas.    Final  Report, 
1986  . 

Office  of  Education  Research  and  Improvement,  U.S.  Department  of 
Education.    Poverty.    Achievement,    and  the  Distribution  of 
Compensatory  Education  Services .  1986. 

Office  of  State  and  Local  Finance,   Department  of  the  Treasury. 

Fedsrai-Stacg-i^Qcal  Fisgal  Rglacigns;  Rgport       the  Presider.t;  and 

Congress .     September,  1985. 

U.S.  General  Accounting  Office.     Older  Americans  Act :  Funding 
Formula  Could  Better  Reflect   State  Needs.      GAO/HEHS-04-41 ,    May  1994. 

U.S.  General  Accounting  Office.  Maternal  and  Child  Health:  Block 
Grant  Funds  Should  Be  Distributed  More  Sauicablv.     GAO/HRD-9 2 -5 , 
Apr.  1992. 

U.S.  General  Accounting  Office.  Highway  Funding:  Federal 
Distribution  Formulas   Shoulfi  Be  Changed.      GAO/RCED-86-114 ,  Mar. 
1986  . 

U.S.   General  Accounting  Office.   Changing  Medicaid  Formula  Car. 
Imnrsve  Distribution  of   Fund.s   -r  Stages  .      GA0/GGD-S3 -27 ,    Mar.  ?, 
1983  . 


77 


The  Chairman.  Thank  you  very  much,  Dr.  Scanlon. 

I  am  just  trying  to  understand.  You  consider  the  double  counting 
as  perhaps  the  major  formula  component  that  contributes  to  the  in- 
equity in  both  Title  I  and  Title  II? 

Mr.  Scanlon.  That  appears  to  be  primarily  responsible  for  the 
inequities.  The  double  counting  itself  accounts  for  approximately 
half  of  the  differences  in  cost  per  case  across  States  and  EMAs. 

The  Chairman.  Well,  just  help  me  to  understand.  How  will  the 
proposed  new  structure  that  you  suggest  avoid  that? 

Mr.  Scanlon.  What  this  structure  does  is  it  treats  each  individ- 
ual comparably,  in  that  for  the  services  that  you  decide  should  be 
statewide  functions,  there  would  be  an  equal  grant  to  each  individ- 
ual in  each  State,  after  we  have  made  adjustments  for  the  cost  of 
services,  if  you  choose,  or  for  the  funding  capacity  of  the  State, 
which  would  take  into  account  whether  you  want  the  State  to 
match  those  services. 

With  respect  to  the  services  that  you  decide  should  be  provided 
jointly  by  EMAs  and  State  governments,  the  individuals  would  be 
treated  equally  in  that  they  would  be  divided  into  two  groups,  and 
equal  funding  per  person  would  be  provided  to  members  of  each 
group,  again  adjusting  for  cost  and  funding  capacity  of  the  relevant 
governmental  entity  that  is  going  to  be  responsible  for  delivering 
the  services. 

The  Chairman.  Maybe  I  just  do  not  understand.  You  are  still  ac- 
tually counting  that  person  under  both  streams,  are  you  not? 

Mr.  Scanlon.  You  are  counting  them  under  both  streams,  but 
when  you  are  counting  them  for  the  medical  and  support  services, 
which  is  what  we  have  labelled  the  category  where  there  will  be 
shared  responsibility,  they  will  get  equal  grants  for  those  services, 
and  they  will  get  equal  grants  for  the  other  set  of  services  under 
statewide  functions  where  the  State  would  be  made  responsible  for 
ensuring  that  everyone  in  the  State,  including  those  in  EMAs,  re- 
ceive services. 

Do  you  want  to  add  anything,  Jerry? 

Mr.  Fastrup.  Yes,  maybe  I  can  take  another  shot  at  it.  Under 
this  structure,  the  State's  caseload  gets  counted  twice,  but  their  en- 
tire State  caseload  gets  counted  twice.  In  the  statewide  functions 
where  the  services  are  provided  statewide,  like  home  care  and  in- 
surance, medications,  the  entire  State's  caseload  is  counted  in  that 
left  box  for  statewide  functions. 

When  you  go  to  medical  services,  the  State's  caseload  is  divided 
up  between  caseloads  in  EMAs,  and  those  grants  would  be  distrib- 
uted by  formula  based  on  EMA  caseloads,  and  then  the  State 
would  receive  a  grant  for  medical  services,  and  it  would  be  distrib- 
uted by  formula  that  would  count  only  the  nonEMA  caseload.  So 
in  effect  every  State's  entire  caseload  is  double-counted  under  this 
structure,  whereas  under  the  current  structure,  the  entire  State 
caseload  is  counted  in  the  Title  II  formula,  and  then  in  Title  I,  only 
the  EMA  caseloads  are  counted.  So  in  those  States  that  have 
EMAs,  they  get  their  EMA  caseload  double-counted,  but  in  States 
that  do  not  have  an  EMA,  they  get  their  caseload  counted  once.  So 
that  is  where  the  double-counting  comes  in.  And  by  separating  out 
the  functions  and  allocating  money  based  on  the  types  of  functions 
and  whether  it  is  a  statewide  function  or  whether  it  is  something 
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that  is  parcelled  down  to  EMAs  and  States  take  care  of  the  balance 
of  the  State,  we  address  it  that  way. 

The  Chairman.  All  right.  In  other  words,  you  are  separating  out 
what  is  EMA  and  what  is  nonEMA. 

Mr.  Fastrup.  Right. 

The  Chairman.  And  you  are  counting  those  in  different  cat- 
egories. 

Mr,  Fastrup.  In  different  formulas,  right. 

The  Chairman.  I  will  think  about  this  for  a  while.  [Laughter.] 
Senator  Dodd? 

Senator  Dodd.  I  was  hoping  you  would  ask  some  more  questions. 
I  was  thinking  about  it,  too.  [Laughter.] 
The  Chairman.  It  is  a  little  esoteric,  isn't  it? 
Senator  DoDD.  It  is  a  little  esoteric. 

First  of  all,  Mr.  Scan  Ion,  thank  you  very,  very  much  for  your  tes- 
timony. Let  me  jump  to  my  last  question  first,  because  it  was  the 
one  that  I  raised  earlier.  I  do  not  know  whether  you  were  in  the 
room  when  I  asked  the  question  about  the  restructuring  of  the 
States  and  localities  and  whether  or  not  the  GAO  had  received  any 
concerns  from  the  States  and  localities  about  the  present  struc- 
tures. Dr.  Lee  said  he  was  not  aware  of  any,  but  why  don't  I  give 
you  a  chance  to  respond  to  that. 

Mr.  SCANLON.  Throughout  this  process,  we  have  been  in  touch 
with  persons  both  at  the  State  level  and  at  the  locality  level,  trying 
to  get  as  much  input  as  possible  into  our  analysis,  to  get  a  greater 
appreciation  of  the  understanding  of  the  Act. 

There  have  certainly  been  concerns  expressed  about  the  implica- 
tions of  changing  the  formula.  A  portion  of  those  concerns  relate  to 
the  amount  of  funds  that  would  be  received  by  any  

Senator  Dodd.  It  is  more  the  amount  of  money  than  it  is  the 
structures  in  the  States,  though,  isn't  it? 

Mr.  ScANLON.  Right.  The  amount  of  money  is  I  think  the  more 
primary  concern.  In  terms  of  flexibility,  there  is  nothing  about 
these  formulas  that  prescribes  what  level  of  flexibility  would  exist 
within  the  State.  That  is  a  function  of  other  portions  of  the  law. 
There  would  still  be  the  opportunity  for  State-level  agencies  to 
share  money  with  local  agencies,  and  there  is  nothing  in  this  for- 
mula that  would  preclude  the  use  of  money  for  different  types  of 
services,  depending  upon  choices  made  by  the  State  and  local  gov- 
ernments by  themselves.  That  is  your  choice  as  to  whether  or  not 
you  want  to  prescribe  those  things  into  law. 

Senator  DoDD.  I  understand  that,  but  you  have  recommended 
that  we  make  some  changes,  and  obviously  people  listen  very  care- 
fully to  what  you  are  saying.  There  is  a  great  deal  of  respect  for 
you.  My  concern  is  whether  there  is  demand  out  there.  I  say  this 
with  some  caution,  because  we  have  not  talked  to  the  universe 
here — but  there  seems  to  be  at  least  some  indication  that  the 
present  structures  within  the  States  and  localities  are  working 
pretty  well  and  that  there  is  some  unease  that  as  we  look  to  deal 
with  the  legitimate  issue  that  is  being  raised — and  we  have  got  to 
analyze  it  carefully — on  the  formulas  themselves,  that  we  are  going 
to  mess  up  the  structures  in  the  process,  which  concerns  people 
very,  very  much.  And  without  that  call  coming  from  our  States  and 
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localities,  many  of  us  here  are  a  little  apprehensive  about  the 
change. 

Mr.  ScANLON.  We  are  very  aware  of  the  importance  of  preserving 
the  structures  that  have  been  working  effectively,  and  what  we 
have  tried  to  do  is  to  deal  with  a  financing  question,  which  we  real- 
ize has  implications  for  the  structures.  But  the  current  structure 
creates  a  situation  where  some  persons  with  AIDS  have  the  benefit 
of  being  in  a  State  and  a  locality  where  there  is  a  grant  going  to 
the  locality  under  Title  I  as  well  as  a  grant  going  to  the  State 
under  Title  II,  and  they  get  more  services. 

Senator  Dodd.  I  understand. 

MR.  Scanlon.  What  this  restructuring  of  the  formula  is  really  in- 
tended to  do  is  to  make  a  more  equal  grant  to  persons  who  are  only 
going  to  receive  the  benefits  of  grants  going  to  one  governmental 
unit,  the  State,  and  put  them  on  a  par  with  people  who  are  benefit- 
ing from  grants  going  to  governmental  units. 

I  think  it  would  be  underscored  for  the  persons  you  heard  from 
this  morning  who  talked  about  the  need  for  services  in  rural  areas. 

Senator  Dodd.  Well,  let  us  go  to  the  formulas  and  look  at  those 
a  little  bit.  In  coming  up  with  the  equity  analysis,  I  understand  you 
did  not  consider  all  the  resources  under  all  of  the  titles  of  the  Act, 
but  only  Title  I  and  Title  II;  is  that  not  correct? 

Mr.  Scanlon.  That  is  correct. 

Senator  Dodd.  So  that  the  other  titles  were  not  factored  in.  What 
is  the  implication  of  that? 

Mr.  Scanlon.  Well,  our  focus  was  on  moneys  that  were  allocated 
by  formula,  and  the  allocation  of  other  funds  being  awarded  com- 
petitively is  not  something  that  you  can  predict. 

Senator  Dodd.  Just  for  the  purpose  of  the  record,  then,  we  are 
talking  here  about  Title  III-B  and  Title  IV  funding  streams,  and 
Special  Projects  of  National  Significance. 

Mr.  Scanlon.  That  is  correct.  And  the  data  that  we  presented 
you  today  did  not  include  the  competitive  grants  that  are  under 
Title  I  as  well. 

Senator  Dodd.  And  you  are  not  concerned  at  all  that  by  not  look- 
ing at  the  cumulative  funding  streams  here  and  addressing  the 
issue,  we  might  be  skewing  the  results? 

Mr.  Scanlon.  I  think  there  is  a  potential  that  that  changes  the 
current  picture,  but  what  we  found  was  that  Title  I  competitively 
awarded  funds  mirrored  the  funds  to  a  great  extent. 

We  are  also  aware  that  we  are  talking  about  a  structure  for  the 
future  in  which  the  competitive  award  of  grants  is  still  something 
that  is  under  the  control  of  the  Department  and  not  a  part  of  the 
legislation. 

Senator  Dodd.  I  suppose  I  should  have  said  at  the  outset  that 
this  is  a  tragedy  of  significant  proportions,  and  I  do  not  want  to 
be  in  the  position  here  of  appearing  as  though  I  am  competing  or 
fighting  between  rural  or  suburban  and  urban.  This  is  a  staggering 
problem  that  needs  to  be  addressed,  and  I  just  want  to  make  sure 


just  talking  about  some  education  formulas  here.  We  are  talking 
about  people  dying,  we  are  talking  about  tragedies  to  families  that 
are  just  profound.  So  I  want  to  make  sure  we  are  really  looking  at 
this  carefully.  This  is  not  a  guy  from  Connecticut  arguing,  because 


that  we  are  looking  at  thi 


carefully,  because  we  are  not 
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I  have  Bridgeport,  New  Haven  and  Hartford,  over  some  rural  com- 
munity. I  want  to  make  sure  that  what  we  do  here  is  right. 

When  I  look  at  HHS  IG  the  analysis,  of  those  first  wave  cities 
that  originally  qualified  for  direct  assistance,  where  the  IG  ran  the 
numbers  using  a  2-year  window  rather  than  cumulative  cases.  This 
may  be  a  problem,  and  you  may  want  to  comment  on  this— but 
New  York  City's  funding  went  up  while  Kansas  City's  funding  went 
down  in  that  2-year  window. 

Are  you  familiar  with  this? 

Mr.  Fastrup.  We  have  seen  the  study. 

Senator  DODD.  What  do  you  think  of  it? 

Mr.  Fastrup.  I  think  the  study  has  some  flaws  in  it  as  well.  It 
does  not  really  capture  the  differences  in  the  cost  of  services  or  the 
funding  capacity  very  well.  So  just  looking  at  the  IG's  recommenda- 
tion, wnich  was  essentially  to  allocate  the  money  strictly  on  a  per- 
case  basis,  and  take  nothing  else  into  account,  is  an  inappropriate 
way  to  be  allocating  these  funds,  and  I  think  it  would  severely 
harm  some  communities  who  have  very  high  concentrations  of 
caseloads  and  high  cost  of  services. 

So  in  that  regard,  I  think  the  IG's  recommendation  to  just  go  to 
a  pure  caseload  kind  of  formula  would  be  inappropriate. 

I  think  our  analysis  attempts  to  address  that  in  two  ways,  by 
both  coming  up  with  what  we  believe  is  a  more  accurate  measure 
of  the  caseloads  that  EMAs  and  States  currently  have  to  deal  with, 
and  we  do  that  by  not  counting  deceased  cases  that  are  no  longer 
in  the  system  and  creating  a  drain  on  financial  resources,  so  that 
you  get  a  more  accurate  measure  of  caseloads;  but  even  more  im- 
portantly, we  also  recommend  or  suggest  that  you  give  full  consid- 
eration to  taking  into  account  differences  in  the  cost  of  providing 
services  in  EMAs.  In  our  statement,  for  example,  we  pointed  out 
that  the  cost  of  medical  services  is  roughly  30  percent  higher  than 
the  national  average  in  New  York  City  and  something  like  10  per- 
cent below  the  national  average  in  Miami.  Those  kinds  of  cost  dif- 
ferences need  to  be  taken  into  account  so  that  cases  in  places  like 
New  York  City  are  not  disadvantaged  in  terms  of  their  access  to 
services,  so  that  both  regions  are  treated  on  a  par  with  one  an- 
other. 

Also,  in  addition  to  that,  we  have  noted  that  the  existing  for- 
mulas attempt  in  a  crude  way  to  take  into  account  differences  in 
the  capacity  of  States  to  channel  their  own  resources  into  expand- 
ing benefits  as  well,  and  we  have  addressed  that  by  trying  to  take 
into  account  States'  funding  capacity  in  a  more  accurate  way  than 
the  way  the  current  formula  does.  As  we  pointed  out  earlier,  the 
current  formula  just  takes  into  account  per  capita  income  of  the 
State,  and  that  does  not  reflect  the  great  burden  that  high  con- 
centrations of  cases  create  on  a  State's  tax  base.  So  that  our  rec- 
ommendation is  to  modify  that  per  capita  income  factor  to  take  into 
account  the  concentration  of  AIDS  cases  in  the  State,  so  that  you 
get  a  better  representation  of  the  income  that  the  cases  are  having 
on  the  State's  own  resource  base  for  funding  these  services. 

Senator  Dodd.  I  appreciate  that.  You  may  be  aware  that  we  pro- 
posed changing  from  cumulative  to  10  years — was  that  in  last 
year's  bill? 

Mr.  Fastrup.  It  was  proposed  in  the  Kennedy- Waxman  bill. 
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Senator  DoDD.  Yes,  and  I  want  to  get  your  reaction  to  it.  And 
again,  it  certainly  may  be  time  to  move  on  from  counting  all  of  the 
cumulative  cases  since  1981  to  a  better  proxy  here.  That  was  one 
of  the  efforts  we  made — I  gather  it  was  in  last  year's  bill — to  look 
at  the  situation.  According  to  the  CDC,  people  are  identified  as 
being  HIV-positive  and  then,  as  I  understand  it,  there  can  be  a  10- 
year  window  before  that  person  actually  gets  sick.  Yet,  services  for 
those  people  become  necessary  prior  to  becoming  ill.  So  that  if  you 
look  at  changing  the  way  we  count,  it  seems  to  me  we  need  to  be 
very  sensitive  about  that,  and  I  wonder  how  you  would  comment 
on  the  proposal  of  last  year  and  how  that  idea  might  have  affected 
your  decision  on  what  you  are  presenting  here  today. 

Mr.  ScANLON.  Well,  I  think  we  all  recognize  that  ideally,  what 
we  would  like  to  know  is  exactly  how  many  people  are  currently 
living  with  AIDS  or  HIV  in  an  area  and  are  in  need  of  services  

Senator  Dodd.  But  that  last  part  is  the  most  critical  part,  in 
need  of  services;  I  think  it  is  very  important. 

Mr.  SCANLON.  Right,  that  is  the  most  critical  part.  And  we  unfor- 
tunately are  forced  to  use  proxy  measures.  For  one,  we  do  not  have 
a  great  appreciation  of  exactly  who  needs  services  and  what  pro- 
portion of  people  are  able  to  provide  some  services  from  their  own 
resources  and  what  people  must  rely  more  heavily  on  the  public 
sector  for  services.  So  that  is  one  aspect  that  we  are  deficit  in. 

The  second  is  the  issue  that  we  only  have  reports  of  persons  with 
AIDS  at  one  point;  we  do  not  have  a  complete  reporting  through 
time  as  to  where  individuals  are  or  how  many  remain  alive. 

The  use  of  a  10-year  cumulative  count  would  improve  the  esti- 
mate over  a  cumulative  count  beginning  in  1981.  However,  the 
measure  that  we  referenced  in  our  testimony  we  think  improves 
upon  it  even  further  by  taking  into  account  the  fact  that  as  you 
move  further  and  further  from  the  reporting  date,  there  is  a  great- 
er likelihood  that  the  individual  will  be  deceased,  so  that  therefore, 
you  weight  cases,  giving  the  highest  weight  to  those  reported  most 
recently  and  the  lowest  weight  to  cases  reporting  a  greater  length 
of  time  previously. 

The  weighted  index  that  we  have  produced  uses  10  years  of  case 
reports,  but  each  year's  count  is  weighted  to  reflect  what  current 
mortality  experience  has  been  like. 

Senator  Dodd.  Madam  Chairman,  I  appreciate  this  very  much. 
I  hope  we  can  keep  the  record  open  to  submit  additional  questions. 

The  Chairman.  Yes,  we  will  do  that. 

Senator  Dodd.  Again,  this  area  is  esoteric  and  obviously  not  easy 
for  anybody  

The  Chairman.  It  is  something  that  we  do  have  to  think 
through,  but  I  am  very  appreciative — it  is  an  important  aspect  that 
we  need  to  look  at.  I  think  we  are  all  in  agreement  that  we  want 
to  be  able  to  put  together  the  best  legislation  possible,  and  this  is 
a  very  valuable  aspect,  challenging  our  thinking,  to  see  if  this  is 
a  structure  that  will  help  us  address  it  in  a  better  fashion. 

So  that  as  we  think  it  through  and  ask  others  about  it,  it  is  going 
to  be  very  valuable  to  us  in  putting  together  this  reauthorization. 

Mr.  SCANLON.  Thank  you.  We  will  be  very  happy  to  answer  any 
questions  you  may  have. 

The  Chairman.  Thank  you  very  much.  Dr.  Scanlon. 
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Senator  Dodd.  Thank  you. 

The  Chairman.  It  is  a  pleasure  to  welcome  now  our  last  panel. 
We  appreciate  your  patience  in  waiting.  These  hearings  always 
take  a  bit  longer  than  might  have  been  anticipated  in  the  first 
place.  Yet,  there  is  a  lot  to  think  about  in  this  hearing,  and  you 
nave  some  very  valuable  comments  to  offer. 

First,  I  will  introduce  Mr.  Douglas  Nelson,  who  chairs  the  Cam- 
paign for  Fairness,  Milwaukee,  WI.  It  is  also  a  pleasure  to  welcome 
the  mayor  of  Denver,  CO,  Wellington  Webb,  and  to  note  that  the 
temperature  in  Denver  has  been  in  the  70s.  We  welcome  next  Dr. 
June  Osborn,  professor  of  pediatrics  and  communicable  diseases  at 
the  University  of  Michigan  in  Ann  Arbor,  MI;  and  finally,  Mr.  Alex- 
ander Robinson,  with  the  executive  committee  of  the  National  Or- 
ganizations Responding  to  AIDS. 

Welcome  to  all  of  you,  and  we  will  start,  Mr.  Nelson,  with  you. 

STATEMENTS  OF  DOUGLAS  NELSON,  CHAIR,  CAMPAIGN  FOR 
FAIRNESS  IN  RYAN  WHITE  CARE  ACT  FUNDING,  MILWAU- 
KEE, WI;  HON.  WELLINGTON  WEBB,  MAYOR  OF  DENVER,  CO, 
ON  BEHALF  OF  THE  U.S.  CONFERENCE  OF  MAYORS;  DR. 
JUNE  E.  OSBORN,  PROFESSOR  OF  PEDIATRICS  AND  COMMU- 
NICABLE DISEASE,  UNIVERSITY  OF  MICHIGAN,  ANN  ARBOR, 
MI;  AND  ALEXANDER  ROBINSON,  EXECUTIVE  COMMITTEE, 
THE  NATIONAL  ORGANIZATIONS  RESPONDING  TO  AIDS, 
WASHINGTON,  DC 

Mr.  Nelson.  Thank  you,  Madam  Chairman  and  members  of  the 
committee  on  Labor  and  Human  Resources.  My  name  is  Doug  Nel- 
son, and  I  am  the  executive  director  of  the  AIDS  Resource  Center 
of  Wisconsin,  and  I  serve  as  the  national  chair  of  the  Campaign  for 
Fairness  in  Ryan  White  CARE  Act  Funding,  a  coalition  involving 
more  than  100  AIDS  service  providers  from  47  States  that  support 
equitable  distribution  of  CARE  Act  resources. 

It  is  a  distinct  honor  for  me  to  be  present  today.  Having  been 
raised  on  a  small  dairy  farm  in  northern  Wisconsin,  I  never  imag- 
ined that  my  life's  work  would  bring  me  to  this  Senate  hearing 
room,  nor  could  I  have  ever  conceived  of  the  reason  for  today's 
hearing — the  absolute  horror  of  the  AIDS  epidemic  in  America. 

Many  people  today  have  already  testified  with  great  eloquence 
and  passion  about  the  importance  of  reauthorizing  the  CARE  Act. 
The  Campaign  fully  supports  reauthorization,  and  we  are  deeply 
grateful  for  the  historic  leadership  of  Senator  Kennedy  and  Senator 
Hatch  in  creating  the  CARE  Act  in  1990. 

Reauthorization  of  the  CARE  Act  provides  an  historic  oppor- 
tunity to  improve  the  Act  by  changing  its  formulas  to  assure  equi- 
table distribution  of  funds  based  on  the  number  of  people  living 
with  AIDS.  There  is  a  profound  disparity  in  AIDS  services  from 
one  community  to  another,  including  Title  I  cities,  and  from  one 
State  to  another,  because  of  major  inequities  in  the  funding  per  liv- 
ing AIDS  case  formulas. 

For  example,  San  Francisco  receives  $6,495  per  living  AIDS  case, 
while  Denver  receives  only  $3,268  per  case;  Chicago,  Boston  and 
St.  Louis  receive  only  $2,600  per  case;  New  Haven  receives  $2,200 
per  case;  and  Memphis,  Indianapolis,  DesMoines,  and  Columbus  all 
receive  only  about  $1,100  per  case. 
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There  is  nothing  that  can  justify  a  range  of  funding  from  $1,100 
per  Hving  AIDS  case  to  $6,500  per  hving  AIDS  case  among  the 
major  cities  of  this  country.  Unfortunately,  the  inequities  exact  a 
human  toll.  In  the  communities  at  the  lower  end  of  the  funding 
range,  many  people  with  AIDS  are  not  able  to  access  even  the  most 
basic  of  support  services. 

In  Cleveland,  75  percent  of  people  with  AIDS  in  need  of  housing 
assistance  do  not  get  help  and  do  not  have  a  decent  place  to  live. 
In  Ryan  White's  home  State  of  Indiana,  90  percent  of  people  with 
AIDS  with  mental  health  problems  are  unable  to  access  mental 
health  professionals  for  care.  In  Los  Angeles,  50  percent  of  people 
living  with  AIDS  cannot  access  necessary  medical  care  and  treat- 
ment. And  in  rural  Minnesota,  the  person  with  AIDS  who  is  unable 
to  work  and  cannot  afford  to  pay  for  gas  to  make  the  5-hour  trip 
to  Duluth  to  access  AIDS  services  is  not  receiving  those  services, 
and  there  is  not  enough  CARE  Act  funding  to  support  a  rural 
transportation  program. 

In  communities  at  the  higher  end  of  the  CARE  Act  funding 
range,  however,  people  with  AIDS  have  access  to  hundreds  of  pro- 
grams, including  primary  medical  care,  dental  care,  home  health 
care,  mental  health  services,  substance  abuse  counseling  and  treat- 
ment, cooperative  therapies,  transportation,  home-delivered  meals, 
day  care,  and  many  more.  This  inequity  in  service  delivery  is  un- 
tenable in  the  face  of  a  worsening  national  HIV  epidemic.  There- 
fore, the  campaign  for  fairness  urges  this  committee  to  make  the 
following  three  changes  in  the  CARE  Act  formula. 

First,  a  major  problem  with  the  CARE  Act's  Title  I  formula  is 
that  it  uses  a  cumulative  count  of  AIDS  cases.  The  sad  reality  is 
that  60  percent  of  these  cases  are  individuals  who  have  passed 
away.  We  urge  this  committee  to  change  the  CARE  Act  formula  so 
that  the  AIDS  case  count  is  one  that  will  approximate  living  AIDS 
cases  and  that  the  resources  of  the  CARE  Act  will  be  distributed 
where  the  epidemic  is  and  where  it  is  headed  in  this  country. 

Second,  another  major  problem  is  the  double-counting  of  AIDS 
cases  in  States  that  receive  both  Title  I  and  Title  II  funding,  which 
draws  a  disproportionate  amount  of  CARE  Act  funds  to  these 
areas.  We  urge  the  committee  to  change  the  CARE  Act  formula  to 
significantly  reduce  the  double-counting  of  AIDS  cases. 

And  finally,  the  differentials  among  communities  in  the  cost  of 
service  delivery  and  in  the  capacity  for  providing  HIV  services 
must  be  carefully  evaluated  and  must  be  addressed  in  the  new 
CARE  Act  formulas. 

The  Campaign  for  Fairness  in  Ryan  White  CARE  Act  funding  is 
not  asking  for  any  special  treatment  or  any  special  favors  in  its 
plea  to  change  the  CARE  Act  formulas.  All  we  ask  is  for  equity  in 
the  distribution  of  its  funds  so  that  every  person  with  AIDS,  re- 
gardless of  where  they  live  in  America,  can  benefit  equally  from  the 
Ryan  White  CARE  Act. 

This  disease  is  equally  devastating  to  the  person  with  AIDS  in 
Topeka  or  in  New  Haven  or  in  Milwaukee  as  it  is  to  the  person 
with  AIDS  in  San  Francisco  or  New  York,  and  we  must  be  sure 
that  the  CARE  Act  is  equally  responsive  to  all  of  them. 

We  appreciate  the  leadership  of  you.  Senator  Kassebaum  and 
your  staff,  in  addressing  these  important  issues  of  equity.  The  for- 
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mula  improvements  that  we  recommend  today  are  ones  that  we  be- 
lieve will  strengthen  the  national  response  to  AIDS. 

Thank  you  very  much. 

The  Chairman.  Thank  you,  Mr.  Nelson. 

[The  prepared  statement  of  Mr.  Nelson  follows:! 

Prepared  Statement  of  Doug  Nelson 
l  introduction 

Senator  Kassebaum  and  members  of  the  Labor  and  Human  Resources  Committee, 
thank  you  for  your  invitation  to  provide  written  testimony  on  the  importance  of  re- 
authorizing the  Ryan  White  CARE  Act  and  the  urgent  need  to  modify  the  Title  I 
and  Title  II  funding  formulas  of  the  CARE  Act  to  ensure  that  there  is  an  equitable 
distribution  of  resources  throughout  the  country. 

The  current  CARE  Act  formulas  are  failing  to  direct  resources  on  an  equitable  per 
living  AIDS  case  basis  to  cities,  towns,  and  rural  areas  of  America  where  people 
with  HIV/AIDS  actually  live.  The  main  reason  for  this  failure  is  that  the  AIDS  epi- 
demic has  dramatically  changed  since  the  formulas  were  created  five  years  ago, 
changing  from  a  disease  primarily  affecting  high  incidence,  epicenter  cities  to  a  na- 
tional epidemic,  afTecting  people  from  all  walks  of  life  in  every  part  of  America. 

These  funding  formula  inequities  and  the  resulting  disparities  in  available  AIDS 
services  are  so  profound  that  last  year  more  than  100  AIDS  service  providers  and 
advocates  on  the  front  line  of  the  AIDS  epidemic  in  47  states  across  the  country 
established  the  Campaign  for  Fairness  in  Ryan  White  CARE  Act  Funding  (Cam- 
paign). 

Our  Campaign  fully  supports  reauthorization  of  the  CARE  Act.  It  remains  the 
most  important  piece  of  federal  legislation  for  people  living  with  HIV/AIDS  by  pro- 
viding services  essential  to  efiectively  managing  the  worsening  AIDS  epidemic.  Our 
Campaign  is  also  dedicated  to  the  principle  that  all  people  living  with  HIV/AIDS 
should  have  access  to  an  equitable  level  of  care  and  support  services  regardless  of 
where  they  live.  To  assure  this  level  of  services  we  must  modify  the  current  funding 
formulas  of  the  CARE  Act  to  achieve  equitable  funding  based  on  the  number  of  peo- 
ple living  with  AIDS.  The  Campaign  urges  your  support  and  leadership  to  maike  this 
a  primary  goal  of  reauthorization  of  the  CAEE  Act. 

II.  IMPORTANCE  OF  THE  RYAN  WHITE  CARE  ACT 

No  federal  program  has  made  a  greater  difTerence  in  the  lives  of  people  living 
with  HIV/AIDS  than  the  Ryan  White  CARE  Act.  Since  its  enactment  in  1990,  hun- 
dreds of  thousands  of  Americans  have  received  life  sustaining  services  from  pro- 
grams developed  and  funded  through  the  CARE  Act. 

At  the  outset,  the  Campaign  wants  to  express  appreciation  for  the  historic  com- 
mitment of  Senator  Kennedy  in  the  fight  against  AIDS.  Because  of  his  efibrts  and 
in  bipartisan  partnership  with  Senator  Hatch  and  Congressman  Waxman,  our  na- 
tion acknowledged  the  ravages  of  HIV/AIDS  and  dedicated  itself  to  providing  those 
in  need  with  vital  medical  care  and  support  services.  Their  leadership  created  the 
Ryan  White  CARE  Act,  a  model  program  that  is  efiective,  efficient  and  flexible.  It 
is  a  federal  program  that  is  based  on  the  concept  and  principle  of  local  decision- 
making and  a  program  that  has  reduced  health  care  costs  ana  sustained  the  lives 
of  people  living  with  HIV/AIDS. 

The  CARE  Act  provides  a  wide  range  of  vital  care  and  support  services  for  men, 
women  and  children  from  every  walk  of  life.  Programs  supported  by  the  CARE  Act 
are  often  the  only  services  provided  to  some  people  living  with  HIV/AIDS.  Sadly, 
tens  of  thousands  of  people  living  with  HIV/AIDS  in  vast  areas  across  our  nation 
are  now  being  denied  access  to  tnese  life  sustaining  services  because  the  original 
funding  formulas  no  longer  reflect  the  reality  of  the  ever  expanding  AIDS  epidemic. 

The  success  of  the  CARE  Act,  in  part,  is  due  to  community-based  input  in  the 
development  of  care  and  support  services  for  people  affected  by  HIV/AIDS.  This 
input  through  Planning  Councils  and  Care  Consortia  has  resulted  in  a  flexible  ap- 
proach to  service  delivery  across  the  country  ensuring  that  CARE  Act  funds  are  di- 
rected to  the  highest  priority  needs  of  people  with  HIV/AIDS. 

III.  THE  WORSENING  AIDS  EPIDEMIC 

Tragically,  the  HIV/AIDS  epidemic  in  America  is  getting  worse,  not  better,  and 
is  now  the  leading  cause  of  death  for  young  adults  between  the  ages  of  25  and  44. 
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The  scientific  community  has  been  unable  to  find  a  cure  or  develop  a  preventative 
vaccine.  Although  research  efTorts  continue,  we  are  told  that  effective  treatments  or 
vaccines  are  years  away.  HIV  prevention  efTorts  have  been  implemented  across  the 
nation,  yet  the  number  of  people  with  AIDS  continues  to  rise.  More  than  80,000  new 
AIDS  cases  were  reported  in  1994  alone. 

No  longer  is  the  AIDS  epidemic  confined  to  the  original  epicenters  of  New  York 
or  San  Francisco.  Since  the  passage  of  the  CARE  Act  the  epidemic  has  spread  well 
beyond  these  urban  areas.  The  Midwest,  the  Carolinas,  the  Rust  Belt,  the  Bible 
Belt,  the  Southeast  and  the  Northwest  are  all  experiencing  dramatic  increases  in 
the  number  of  people  with  HIV/AIDS  who  are  in  need  of  care  and  support  services. 
Small  towns  and  rural  areas  throughout  the  country  are  also  faced  with  increasing 
numbers  of  people  living  with  HIV/AIDS  with  minimal  capacity  for  AIDS  service  de- 
livery. Yet,  these  areas  do  not  have  the  resources  they  need  from  the  CARE  Act  to 
provide  life-sustaining,  cost  effective  services  because  the  old  formulas  of  the  CARE 
Act  fail  to  direct  resources  relative  to  the  current  reality  of  the  AIDS  epidemic. 

Surely,  with  the  growing  number  of  people  living  with  HIV/AIDS,  the  life  sustain- 
ing services  funded  by  the  CARE  Act  must  be  continued.  However,  just  as  AIDS 
care  and  treatment  has  changed  to  meet  the  challenges  of  the  changing  AIDS  epi- 
demic, the  old  funding  formulas  of  the  CARE  Act  must  be  adjusted  to  meet  the  new 
realities  of  a  nationwide  epidemic. 

IV.  THE  CARE  ACT'S  CURREf^T  INEQUITIES 

A  primary  goal  in  reauthorization  of  the  CARE  Act  must  be  to  provide  for  the  eq- 
uitable distribution  of  CARE  Act  funds  based  on  the  number  of  people  living  with 
AIDS,  regardless  of  where  they  live.  Unfortunately,  the  result  of  the  inequities  in- 
herent in  the  current  funding  formulas  is  that  the  extent  of  AIDS  service  delivery 
is  very  much  a  function  of  where  people  live.  There  are  profound  disparities  in  AIDS 
services  from  one  community  to  another  and  from  one  state  to  another  because  of 
major  inequities  in  funding  per  living  AIDS  case. 

The  following  comparisons  of  CARE  Act  funding  per  living  AIDS  case  are  based 
on  total  Title  I  and  Title  II  funding  directed  to  each  city  as  a  result  of  FY  1994  ap- 
propriations. The  Title  II  amounts  for  cities  receiving  Title  I  funding  are  based  on 
information  provided  by  their  state  AIDS  program  offices.  The  comparisons  also  uti- 
lize a  recent  two  year  count  of  AIDS  cases  reported  by  the  Centers  for  Disease  Con- 
trol between  October  1991  and  September  1993.  This  recent  two  year  count  is  in- 
tended to  reasonably  reflect  an  approximation  of  living  AIDS  cases.  The  inequity  in 
funding  per  l'"^"cr  AIDS  rR<?o  i<5  substantial  acros'^  <-oiinfrv: 
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ine  urrnuias  oi  liie  oAi\rj  AcL  are  producing  an  unaLLc  >.atjie  variance  in  lunding 
per  recont  AIDS  case.  Some  Title  I  cities  receive  a.s  much  five  times  more  funding 
per  recent  AIDS  case  than  cities  receiving  only  Title  II  funds  and  two  or  three  times 
more  per  recent  AIDS  case  than  other  Title  I  cities. 

People  living  with  HIV/AIDS  in  areas  adversely  affected  by  the  old  funding  for- 
mulas, up  to  four  of  every  five  people  now  living  with  AIDS  in  America,  may  be 
harmed  by  these  inequities  because  they  do  not  have  access  to  an  equitable  level 
of  AIDS  care,  treatment  and  support  services.  The  Campaign  recognizes  that  the 
highest  incidence  cities  need  more  CARE  Act  funding  because  they  have  the  highest 
caseloads,  but  it  is  discriminatory  to  continue  to  allocate  more  funding  per  Hving 
AIDS  case  to  the  extreme  extent  that  the  old  CARE  Act  funding  formulas  have 
done. 

V.  DISPARITY  IN  SERVICES  AND  RESULTING  UNMET  NEED 

Unfortunately,  the  inequities  inherent  in  the  current  funding  formulas  exact  a 
human  toll.  While  the  formulas  contained  in  the  original  CARE  Act  were  designed 
to  infuse  large  sums  of  money  into  the  16  original  epicenters  to  develop  service  de- 
livery capacity,  those  same  formulas  are  now  discriminating  against  people  living 
with  HIV/AIDS  in  many  other  areas  of  the  country  where  the  pace  of  the  epidemic 
is  intensifying.  For  example:  t^t-.  a 

Memphis  has  nearly  800  people  living  with  HIV/AIDS  and  no  CARE  Act  funds 
for  food  or  nutritional  programs 
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Cleveland  and  Cincinnati  cannot  provide  any  primary  care  with  their  limited 
CARE  Act  funding 

Wichita  and  Wilmington  cannot  provide  urgently  needed  housing  pro-ams 

Milwaukee  has  5,000  injection  drug  users,  with  growing  numbers  living  with  HIV/ 
AIDS,  yet  no  CARE  Act  funds  are  available  to  provide  counseling  and  treatment  for 
substance  users  with  HIV  disease 

Harrisburg  and  Honolulu  can  provide  little  more  than  the  fundamentals  of  case 
management  with  the  small  amount  of  CARE  Act  funding  they  receive 

There  is  no  justifiable  reason  for  the  wide  disparitv  in  services  resulting  from  the 
CARE  Act  funding  formula.  Every  person  with  HIV/AIDS  should  have  access  to  an 
equitable  level  of  care  and  support  services  regardless  of  where  they  live.  The  cur- 
rent inequities  in  CARE  Act  funding  formulas  make  that  impossible.  Up  to  32  states 
across  the  country  receiving  only  Title  II  funding  are  struggling  to  meet  the  many 
needs  of  the  people  living  with  HIV/AIDS  with  substantially  less  funding  per  living 
AIDS  case.  A  substantial  majority  of  the  current  Title  I  cities  face  the  same  problem 
with  significantly  less  funding  per  living  AIDS  case  than  the  highest  incidence 
cities.  Altogether,  up  to  80  percent  of  people  with  AIDS  throughout  the  country  have 
access  to  limited  AIDS  services  due  in  part  to  the  inequities  based  on  the  number 
of  people  living  with  AIDS. 

VI.  EQUITABLE  FUNDING 

The  Campaign  asks  you  to  support  the  equitable  distribution  of  CARE  Act  funds 
based  on  the  number  of  people  living  with  AIDS.  A  major  problem  with  the  CARE 
Act's  Title  I  formula  is  that  it  uses  a  cumulative  count  of  AIDS  cases  since  the  be- 
ginning of  the  epidemic.  The  sad  reality  is  that  60  percent  of  these  cases  are  individ- 
uals wno  have  passed  away.  In  addition,  to  the  double  counting  of  AIDS  cases  in 
states  receiving  both  Title  I  and  Title  II  funding  (when  AIDS  cases  in  Title  I  cities 
are  counted  once  for  Title  funding  and  counted  again  for  Title  II  funding)  directs 
a  disproportionate  amount  of  funding  to  these  states.  This  is  why  CARE  Act  funds 
are  misairected,  why  the  per  case  funding  inequity  is  so  large  and  why  CARE  Act 
resources  are  not  getting  to  where  the  epidemic  is  and  where  the  epidemic  is  head- 
ed. 

Caring  for  people  with  HIV/AIDS  continues  to  be  complex.  Access  to  housing  and 
medical  care,  discrimination,  poverty  and  substance  misuse  are  a  few  of  the  dimcult 
HIV-related  issues  not  restricted  by  state  and  city  boundaries.  Yet,  the  current  for- 
mulas of  the  CARE  Act  do  not  provide  resources  equitably  across  these  same  bound- 
aries to  meet  similar  service  needs. 

The  equitable  distribution  of  CARE  Act  funds  based  on  the  number  of  people  liv- 
ing with  AIDS  means: 

ensuring  funds  are  directed  to  and  services  are  available  in  areas  where  people 
are  Hving  with  HIV/AIDS 

enabling  the  CARE  Act  to  respond  quickly  to  the  changing  demographics  of  the 
AIDS  epidemic 

creating  access  to  a  comparable  level  of  basic  AIDS  services  throughout  the  entire 
country 

VII,  RECOMMENDATIONS 

The  reauthorization  of  the  CARE  Act  provides  a  historic  opportunity  to  evaluate 
this  landmark  legislation  to  ensure  that  the  needs  of  all  people  living  with  AIDS 
are  met.  The  Campaign  strongly  urces  you  to  ensure  people  living  witn  HIV/AIDS 
have  access  to  an  equitable  level  of  care  and  support  services  regardless  of  where 
they  live.  We  encourage  you  to: 

1.  Reauthorize  the  CARE  Act  early  in  the  104th  Congress  to  assure  that  its  im- 
portant programs  are  maintained  and  continue  to  meet  the  needs  of  people  living 
with  HIV/AIDS 

2.  Revise  the  CARE  Act  to  provide  for  equitable  distribution  of  funds  across  both 
Title  I  and  Title  II  based  on  the  number  of  people  living  with  AIDS 

Continuing  to  distribute  funding  based  on  a  cumulative  AIDS  case  count  and  dou- 
ble counting  AIDS  cases  reported  in  Title  I  cities  are  the  major  reasons  for  the  in- 
equitable distribution  of  CAKE  Act  resources. 

ihe  old  formulas  must  be  changed  to  assure  equitable  distribution  of  funding 
based  on  the  number  of  people  living  with  AIDS.  This  change  will  continue  to  direct 
more  resources  to  high  incidence  cities  and  will  also  assure  that  all  regions  of  the 
country  will  have  resources  to  manage  the  AIDS  epidemic  that  are  commensurate 
to  their  incidence  of  AIDS. 

3.  Provide  for  formula  adjustments  for  cost  of  living  differentials  and  local  capac- 
ity to  deliver  services 
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There  are  different  costs  associated  with  providing  an  equitable  level  of  AIDS 
services  across  the  country.  Likewise  states  and  localities  across  the  country  have 
differing  capacities  to  provide  AIDS  services.  We  encourage  you  to  examine  and 
modify  the  current  factors  in  the  CARE  Act  formulas  to  accurately  reflect  these  dif- 
ferences. 

VIII.  SUMMARY 

The  Campaign  appreciates  the  leadership  of  Senator  Kassebaum  and  her  staff  in 
addressing  the  issues  of  equity  and  fairness  in  the  CARE  Act  formulas.  We  urge 
the  members  of  this  Committee  to  support  reauthorization  of  the  CARE  Act  with 
new  formulas  that  assure  that  all  people  living  with  HIV/AIDS  will  have  access  to 
an  equitable  level  of  care  and  support  services  regardless  of  where  they  live  in 
America.  A  reauthorized  Ryan  White  CARE  Act  that  embraces  the  principle  of  equi- 
table distribution  of  funding  based  on  the  number  of  people  living  with  AIDS  will 
strengthen  the  national  response  to  AIDS. 

The  Chairman.  Mayor  Webb. 

Mayor  Webb.  Madam  Chairman,  members  of  the  committee, 
thank  you  for  asking  me  to  testify  on  behalf  of  the  U.S.  Conference 
of  Mayors  in  support  of  reauthorization  of  the  Ryan  White  CARE 
Act,  legislation  that  is  critically  important  to  cities  and  States 
across  this  country. 

I  particularly  want  to  speak  today  about  emergency  relief  to 
cities,  relief  that  has  been  an  absolutely  lifeline  to  those  in  my  com- 
munity of  Denver,  CO.  I  have  also  been  authorized  to  place  in  sup- 
port that  the  National  Association  of  Counties  also  supports  the  di- 
rection of  most  of  the  letters  that  we  have  today  for  you. 

And  I  would  like  to  leave  with  you,  upon  the  conclusion  of  my 
testimony,  testimony  for  myself  as  Mayor  of  Denver,  written  cor- 
respondence from  Susan  Golding,  Mayor  of  San  Diego,  CA;  a  letter 
of  support  from  Frank  Jordan,  Mayor  of  San  Francisco,  CA;  the 
Mayor  of  Chicago,  IL,  Richard  Daley;  Tom  Menino,  Mayor  of  Bos- 
ton, MA;  and  the  Mayor  of  Kansas  City,  Emanuel  Cleaver. 

The  Chairman.  Thank  you.  Those  will  be  made  a  part  of  the 
record. 

[The  letters  referred  to  appear  in  the  appendix.] 

Mayor  Webb.  Thank  you.  Denver  was  not  one  of  the  original  16 
cities  to  receive  emergency  funding  under  Ryan  White,  but  as  the 
epidemic  continued  to  rage  and  expand  within  the  original 
epicenters,  new  ones  emerged  including  Denver,  and  the  total  has 
expanded  to  42  metropolitan  areas. 

This  disaster  now  stretches  from  Phoenix  to  Philadelphia,  from 
New  York  to  New  Orleans,  from  Denver  to  Dallas,  from  San  Fran- 
cisco to  San  Juan.  I  want  to  submit  to  you  letters — which  you  now 
have— from  other  mayors.  These  letters  speak  directly  to  the  needs 
in  those  communities.  But  Denver  is  an  example  of  the  epidemic 
in  other  hard-hit  communities.  In  the  last  4  years,  AIDS  cases  in 
Denver  have  nearly  tripled,  and  this  is  only  the  tip  of  the  iceberg. 
Almost  9,000  citizens  of  Denver  are  estimated  to  be  HIV-infected. 

Eighty-six  percent  of  people  with  AIDS  in  Colorado  live  in  Den- 
ver. I  am  certain  that  no  American  community  today  receives 
enough  assistance  under  Ryan  White,  whether  Title  I,  Title  II, 
Title  III-B  or  Title  IV.  As  we  begin  a  dialogue  about  reauthoriza- 
tion, we  must  recognize  this  and  pull  together,  rather  than  be 
pulled  apart.  We  cannot  take  from  original  epicenters  to  give  to 
newly  affected  communities,  or  take  from  States  to  give  to  cities. 
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We  do  not  need  a  brawl,  so  to  speak,  in  Mother  Theresa's  waiting 
room. 

Some  people  have  been  talking  of  equity  in  funding  for  AIDS 
cases.  I  do  not  believe  it  is  quite  that  simple.  I  believe  the  GAO 
recommendations  recognize  that  fair  allocation  of  resources  is  not 
the  same  as  per-case  equity. 

Some  people  have  been  talking  as  well  about  the  formula  in  the 
CARE  Act  I  am  not  an  expert  on  formulas,  but  I  can  tell  you  that 
the  current  formula  and  structure  of  the  Act  allow  for  planning  and 
produce  a  more  efficient  and  effective  response.  I  hope  Congress 
will  not  entertain  approaches  that  undermine  the  ability  of  States 
and  cities  to  plan  and  to  provide. 

The  true  impact  of  AIDS  is  now  being  felt  in  ever  widening  cir- 
cles. It  is  not  just  the  tragedy  that  befalls  a  family  when  a  loved 
one  dies.  Our  public  health  systems  are  strained  to  the  point  of  col- 
lapse. I  see  the  effects  as  Mayor  of  Denver  and  as  active  board 
member  of  our  largest  community-based  AIDS  service  provider,  the 
Colorado  AIDS  Project.  I  see  emergency  rooms  packed  with  people, 
not  only  with  AIDS,  but  with  other  problems,  waiting  for  care  for 
hours  at  a  time.  I  see  people  languishing  in  hospital  beds  because 
they  have  no  home  to  go  to  and  no  means  of  support. 

If  our  public  health  systems  fail,  there  will  not  be  care  for  our 
mothers  who  have  broken  a  bone  or  our  sons  with  appendicitis. 

I  know  Ryan  White  works.  The  Ryan  White  CARE  Act  has  been 
a  sustaining  force  in  Denver,  one  which  keeps  us  from  the  brink 
of  a  community  catastrophe.  Ryan  White  funds  have  made  it  pos- 
sible to  reduce  hospital  emergency  room  visits  in  Denver  by  ap- 
proximately 100  per  month  for  patients  with  HIV. 

We  need  to  be  clear — Ryan  White  does  not  fund  AIDS  cases.  It 
funds  services  to  human  beings.  Those  human  beings — the  mother 
with  a  family,  the  single  male,  the  orphaned  child — some  of  whom 
we  have  heard  from  today,  all  require  different  services.  No  magic 
number  attached  by  anyone  here  in  Washington  to  an  AIDS  case 
deals  with  the  realities.  Their  realities  are  separate  and  unique 
and  deserve  to  be  recognized  as  such  here  in  Washington  and  ad- 
dressed as  such  at  home  by  their  local  planning  councils.  That  is 
what  we  are  trying  to  do  in  Denver. 

We  in  Denver  do  not  believe  that  the  CARE  Act  is  broken.  We 
support  the  four-title  structure  of  the  Act,  and  we  stress  that  any 
change  to  the  Act  must  work  as  well  in  reality  as  it  does  in  theory. 
It  must  assure  that  communities  most  heavily  impacted  by  AIDS 
continue  to  receive  emergency  assistance  directly. 

On  these  points,  I  understand  there  continues  to  be  bipartisan 
support,  and  for  that  I  am  grateful.  I  have  heard  a  great  deal  about 
local  control  lately.  That  nas  always  been  the  hallmark  of  the 
CARE  Act.  Ryan  White  is  a  model  of  public-private  partnership.  It 
is  America  at  its  best. 

I  want  to  discourage  the  committee  from  consideration  of  block 
grants  to  States  for  AIDS  care  services.  A  block  grant  for  this  pur- 
pose would  have  the  ironic  and  counterproductive  effect  of  decreas- 
ing local  control  and  increasing  administrative  overhead.  The  Title 
I  planning  process  is  locally  designed  and  driven,  and  we  want  to 
keep  it  that  way.  The  dollars  provided  under  Title  I  leverage  many 
more  dollars  into  charitable  contributions  and  volunteer  hours. 
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The  AIDS  crisis  in  American  cities  conrinues.  The  emergency  is 
not  over.  AIDS  is  now  the  leading  cause  of  death  for  Americans  25 
to  44.  AIDS  is  increasing  fastest  among  the  nondnig-using  hetero- 
sexual population  in  America.  It  is  gTo\\ing  at  an  ever  more  alarm- 
ing rate  among  wom.en,  children,  and  communities  of  color. 

I  feel  strongly  that  we  cannot  fail  our  cities  now,  as  the  AIDS 
crisis  there  increasingly  and  disproportionately  moves  into  commu- 
nities of  color  and  other  historically  underserved  groups.  We  need 
the  continued  support  of  this  committee  for  Title  I  and  for  the  en- 
tire CAEE  Act  to  pre5er\'e  and  protect  our  Nation's  communities. 

The  Ryan  \Miite  CARE  Act  is  a  unique  American  creation  which 
places  value  in  trust  at  and  on  the  local  level.  Ryan  \"\Tiite  is  the 
way  America  responds  to  AIDS.  Twenty-3  years  today,  he  would  be. 
Those  of  us  in  Denver  and  everv'where  around  the  Nation  miss  him 
and  his  courage.  It  remains  in  short  supply. 

As  the  members  of  this  committee  embark  on  the  noble  task  of 
reauthorizing  this  vital  legislation,  I  know  you  also  remember  Ryan 
and  his  courage,  and  remember  why  this  Congress  passed  this  bill 
in  the  first  place.  I  recognize  all  of  the  reasons  you  must  authorize 
it  speedily  now, 

I  appreciate  this  opportunity  to  testify"  before  your  committee. 

I  would  also  like  to  conclude  with  one  last  comment  that  is  not 
part  of  my  w^ritten  testimony.  After  hearing  the  tw^o  w^omen  this 
morning  who  both  had  children  who  died  of  this  difficult  disease, 
I  find  it  ver\'  difficult  for  any  of  us  to  choose  between  them.  Each 
of  us  needs  support  at  the  local  level,  and  not  to  choose  between 
families  in  different  parts  of  the  country-. 

Thank  you. 

[The  prepared  statement  of  Mayor  Webb  follows] 

Prepaiieid  Statement  of  Mayor  Wellington  Webb 

Madame  Chairman,  members  of  the  Committee:  Thank  you  for  asking  me  to  ap- 
pear here  today  to  testify  on  behalf  of  the  U.S.  Conference  of  Mayors  in  support  of 
reauthcrizarlcn  of  the  Ryan  White  CARE  Act,  a  piece  of  legislation  that  is  critically 
important  to  cities  and  states  across  this  country'.  I  particularly  want  to  speak  today 
about  emergency  relief  for  cities,  which  has  been  an  absolute  lifeline  to  those  in  my 
community,  Denver,  CO. 

Denver  was  not  one  of  the  original  16  American  cities  to  receive  emergency  fund- 
ing in  1991  when  the  Ryan  White  CARE  Act  was  created.  But  as  the  epidemic  con- 
tinued to  rage  and  expand  within  these  original  epicenters,  new  ones  emerged  and 
Denver  was  added  to  the  list  in  1994.  Regrettably,  the  AIDS  epidemic  now  has  ex- 
panded to  a  total  of  42  metropolitan  areas  throughout  this  nation.  This  disaster  now 
stretches  from  Phoenix  to  Philadelphia,  New  York  to  New  Orleans,  Denver  to  Dal- 
las, San  Francisco  to  San  Juan. 

Denver  is  an  example  of  the  epidemic  in  the  other  hard-hit  communities.  In  the 
last  four  years,  AIDS  cases  in  Denver  have  nearly  tripled.  And  this  is  only  the  tiij 
of  the  iceberg:  Almost  9,000  citizens  of  Denver  are  estimated  to  be  HI\'-infectea. 
Eighty-six  percent  of  the  people  with  AIDS  in  Colorado  live  in  Denver. 

I  am  certain  that  no  American  community  today  receives  enough  assistance  under 
Ryan  White  to  stem  the  tide  of  suffering.  Whether  Title  I,  II,  III(B\  I\'  or  all  of 
the  above.  No  American  community,  urban  or  rural — ^big  city  or  smaU  town — has 
enou^  tc  -  i  adequately  to  the  AIDS  crisis  at  its  doorstep.  We  must  begin  any 
discussion  ;:  V-r  Ryan  White  CARE  Act  with  an  awareness  and  an  acknowledge- 
ment of  this  reality.  As  we  begin  a  dialogue  about  reauthorization,  we  must  pull 
together  and  not  be  pulled  apart.  We  cannot  take  from  origiaal  epicenters  to  give 
to  newly  affected  communities  or  take  from  states  to  give  to  cities. 

Some  people  have  been  talking  of  equity  in  funding  for  AIDS  cases^  but  it  is  not 
that  simple.  Senator  Brown  from  my  state  joined  with  you,  Senator  Kassebaum,  m 
asking  tiie  General  Accounting  Office  to  look  at  this  issue.  I  believe  the  GAO  rec- 
ommendations recognize  that  lair  allocation  of  resources  is  not  the  same  as  per  case 
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equity,  and  by  their  own  new  design,  the  GAO  recommendations  reject  the  simplic- 
ity of  per  capita  spending  for  AIDS  care. 

Some  people  have  been  talking  as  well  about  the  formulas  in  the  CARE  Act.  I 
must  confess  to  the  members  of  this  committee  that  I  am  not  an  expert  on  formulas, 
but  I  can  tell  you  that  the  current  formula  and  structure  of  the  Act  allow  for  plan- 
ning and  cooroination — both  of  which  lead  to  a  more  efficient  and  effective  response. 
At  this  iuncture,  I  would  hope  that  the  Congress  would  not  entertain  approaches 
that  undermine  the  ability  oi  states  and  localities  to  plan  and  to  provide.  The  den- 
sity factor  in  the  Title  I  formula  is  a  proxy  for  stress  and  strain  on  the  system  in 
a  particular  community  under  the  theory  that  the  more  cases  per  capita,  the  more 
difficult  it  is  for  the  community  to  cope.  I  believe  that  is  a  sound  idea. 

AIDS  is  a  crisis  that  most  of  us  know  is  real,  but  its  true  impact  is  now  being 
felt  in  everwidening  circles  of  our  communities.  It  is  not  just  the  tragedy  that  befalls 
a  family  when  a  love  done  dies,  it  is  the  tragedy  we  all  feel  when  our  public  health 
systems  are  strained  to  the  point  of  collapse.  I  see  the  effects  every  day  in  my  job 
as  Mayor  of  Denver.  I  have  seen  the  devastation  as  an  active  board  member  of  the 
Colorado  AIDS  Project,  the  largest  communitv  based  AIDS  service  provider  in  Den- 
ver. I  see  emergency  rooms  packed  with  people,  not  only  with  AIDS  but  with  a  host 
of  other  problems,  waiting  for  care  for  hours  at  a  time.  I  see  people  languishing  in 
hospital  oeds  because  they  have  no  home  to  go  to  and  no  means  of  support.  This 
aspect  of  the  AIDS  crisis  is  rarely  acknowledged,  and  it  has  a  serious  impact  on 
whole  communities.  If  our  public  health  systems  fail  because  the  weight  of  tnis  epi- 
demic overwhelms  them,  we  will  all  suffer.  There  won't  be  care  for  our  mothers  wno 
have  broken  a  bone  or  our  sons  with  appendicitis  or  our  brothers  who  have  incurred 
an  injury. 

As  Mayor,  I  created  the  OfUce  of  HIV  Resources  Coordination  to  oversee  adminis- 
tration and  disbursement  of  all  HIV/AIDS  funding  streams.  A  member  of  my  senior 
staff  oversaw  the  first  year  of  crucial  Ryan  White  funding.  I  know  Ryan  White 
works.  The  Ryan  White  CARE  Act  has  been  a  sustaining  force  in  Denver — one 
which  keeps  us  from  the  brink  of  a  communitv  catastrophe. 

In  Denver,  CARE  Act  funding  has  expancled  primary  care  capacity  and  has  en- 
abled the  addition  of  new  services  at  the  Denver  Hospital  including  an  AIDS-specific 
clinic  and  an  on-site  pharmacy.  Improved  planning,  delivery  and  coordination  of 
services  made  possible  by  Ryan  White  funds  nave  reduced  hospital  emergency  room 
visits  by  approximately  100  per  month  for  patients  with  HIV. 

Madame  Chairman,  we  need  to  be  clear:  Ryan  White  does  not  fund  AIDS  cases. 
It  funds  services  to  human  beings  living  with  this  disease.  Those  human  beings,  the 
mother  with  a  family,  the  single  male,  the  orphan  child — some  of  whom  we  have 
heard  from  today — all  require  different  services  as  a  consequence  of  HIV  disease. 
No  magic  number  attached  by  anyone  here  in  Washington  to  an  "AIDS  case"  deals 
with  their  realities.  Their  realities,  Madame  Chairman,  are  separate  and  unique 
and  deserve  to  be  recognized  as  such  here  in  Washington,  and  addressed  as  such, 
at  home  by  their  local  planning  councils  or  community  consortia.  That  is  what  we 
are  trying  to  do  in  Denver  in  cooperation  with  the  state. 

We  in  Denver  do  not  believe  that  the  CARE  Act  is  broken — it  is  alive  and  well. 
We  support  the  integrity  of  the  4-title  structure  of  the  Act.  And  we  stress  that  any 
change  to  the  Ryan  White  CARE  Act  must  be  well  thought  through,  be  able  to  work 
as  well  in  reality  as  it  does  in  theory,  and  minimize  any  interruption  or  reduction 
in  services  to  people  living  with  AIDS.  It  must  assure  that  the  communities  most 
heavily  impacted  by  AIDS  continue  to  receive  emergency  assistance  directly.  On 
these  points  I  understand  there  continues  to  be  bipartisan  support,  and  for  that,  I 
am  grateful.  I  have  heard  a  great  deal  about  local  control  lately — that  has  always 
been  the  hallmark  of  the  CARE  Act.  Ryan  White  is  a  model  of  public/private  part- 
nerships and  government  collaboration.  It  is  America  at  its  best. 

I  want  to  discourage  the  members  of  this  committee  from  any  consideration  of  a 
block  grant  to  states  for  AIDS  care  services.  A  block  grant  for  this  purpose  is  a  bad 
idea  and  undermines  the  unique  and  effective  framework  built  by  the  Act.  It  would 
have  the  ironic  and  counterproductive  effect  of  decreasing  local  control  and  increas- 
ing administrative  overhead.  A  result  I  can't  imagine  the  Congress  wants.  The  Title 
I  planning  process  is  locally  designed  and  driven,  and  we  want  to  keep  it  that  way. 
The  dollars  provided  under  Title  I  leverage  many  more  dollars  in  charitable  con- 
tributions and  volunteer  hours.  We  are  proud  of  the  efficient  way  Title  I  works  in 
Denver  and  of  the  real  differences  it  has  made  in  the  lives  of  people  living  with  HIV 
disease. 

Under  the  Title  I  planning  council  model,  local  volunteers  from  the  communities 
most  affected  by  the  epidemic  determine  spending  priorities.  The  Title  I  planning 
council  process  not  only  allows  for  the  highly  effective  use  of  Title  I  dollars,  but  also 
allows  our  community  to  coordinate  services  provided  under  Title  II  of  the  CARE 
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Act  as  well  as  other  sources  of  state  and  local  AIDS  support.  I  understand  that  the 
Committee  is  considering  expanding  the  coordination  eflorts  among  the  titles  of  this 
Act,  and  I  strongly  support  that  notion,  I  believe  in  a  statewide  needs  assessment 
process  where  everyone  is  at  the  table  and  jointly  buys  into  a  plan  for  maximizing 
all  of  the  available  resources. 

Each  Title  I  planning  council  has  designed  a  unique  network  of  care  services  to 
meet  the  particular  needs  of  people  li\'ing  with  AIDS,  at  different  stages  of  the  dis- 
ease, in  their  communities.  These  services  keep  people  living  and  working  and  con- 
tributing to  their  communities  instead  of  in  hospitals  receiving  emergency  or  acute 
medical  care,  the  most  expensive  medical  care  in  America.  It  keeps  others  out  of 
expensive  nursing  homes,  and  in  their  own  homes,  where  they  may  live  and  die 
with  dignity.  The  CARE  Act  is  humane,  and  it  is  a  national  bargain.  It  makes  sense 
to  both  the  hard-headed  and  the  sofl-heared. 

My  understanding  is  that  the  House  of  Representatives  begins  consideration  of 
appropriations  legislation  in  May.  I  urge  the  committee  to  move  swiftly  so  that  any 
changes  it  makes  may  be  fully  factored  into  the  appropriations  process  for  the  next 
fiscal  year.  Otherwise,  we  risk  the  interruption  of  services  to  people  whose  lives  de- 
pend on  them. 

The  Ryan  White  CARE  Act  is  a  uniquely  American  creation,  which  places  value 
and  trust  at  and  on  the  local  level.  Ryan  White  is  the  way  that  America  responds 
to  AIDS. 

Ryan  White  would  be  twenty-three  today.  Those  of  us  in  Denver — and  everywhere 
around  the  nation  where  people  grapple  with  this  horrible  disease — miss  him  and 
his  courage.  It  remains  in  short  supply.  As  the  members  of  this  committee  embark 
on  the  noble  task  of  reauthorizing  this  vital  piece  of  legislation,  I  know  you  will  re- 
member Ryan,  remember  his  courage,  remember  why  you  passed  this  bill  in  the 
first  place  and  recognize  all  the  reasons  you  must  reauthorize  it  speedily,  now. 

The  AIDS  crisis  in  American  cities  continues.  The  emergency  isn't  over.  AIDS  is 
now  the  leading  cause  of  death  for  Americans  aged  25-A4.  AIDS  is  increasing  fast- 
est among  the  ncndrug  using,  heterosexual  population  in  America.  It  is  growing  at 
an  ever  more  alarming  rate  among  women,  children  and  communities  of  color.  Ma- 
dame Chairman,  we  cannot  fail  our  cities  now  as  the  AIDS  crisis  there  increasingly 
and  disproportionately  moves  into  communities  of  color  and  other  historically  under- 
served  groups.  The  AIDS  crisis,  the  emergency,  continues  in  Denver  and  other 
American  cities  under  siege  by  AIDS.  We  need  the  continued  support  of  Title  I  and 
the  entire  CARE  Act  to  preserve  and  protect  our  communities.  Give  us  this  tool,  and 
let  us  do  the  job. 

The  Chairman.  Thank  you  very  much,  Mayor  Webb. 
Dr.  0 shorn. 

Dr.  OSBORN.  Thank  you,  Madam  Chairman. 

I  appreciate  the  opportunity  to  appear  before  you  in  support  of 
the  reauthorization  of  the  Ryan  White  CARE  Act. 

I  am  Dr.  June  Osbom,  currently  professor  of  epidemiology  and 
of  pediatrics  and  communicable  diseases  at  the  University  of  Michi- 
gan. I  served  for  9  years,  from  1984  to  1993  as  dean  of  the  School 
of  Public  Health  at  the  University  of  Michigan,  and  pertinent  to  to- 
day's hearing,  from  1989  to  1993,  I  was  chairwoman  of  the  congres- 
sionally  created  National  Commission  on  Aids  advisory  to  Congress 
and  the  executive  branch  on  issues  of  policy  regarding  national  re- 
sponse to  the  HIV/AIDS  epidemic. 

In  that  latter  capacity,  we  had  the  opportunity  to  hear  first-hand 
from  literally  thousands  of  people  all  over  the  country,  and  as  I 
have  been  listening  to  the  testimony  today,  I  am  reminded  of  hav- 
ing been  in  many  parts  of  the  country  and  having  seen  this  awful 
tragedy  blossom  in  its  darkness.  I  also  have  a  very  found,  poignant 
memory  of  sitting  with  Jeannie  White  in  the  Senate  gallery  as  the 
bill  was  passed,  and  I  therefore  am  very  pleased  to  be  able  to  par- 
ticipate today. 

I  think,  although  we  have  done  a  bit  of  it  before,  we  need  to  keep 
in  mind  an  overview  of  the  scope  of  this  tragedy,  because  it  is  his- 
toric in  its  scale. 
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As  has  been  noted,  prior  to  the  summer  of  1981,  neither  HIV  nor 
AIDS  was  known  to  exist.  But  in  the  14  years  since  then,  as  Sen- 
ator Wellstone  commented — he  used  the  way  I  Hke  best  of  making 
people  understand  just  how  extraordinary  this  is — ^more  young 
Americans  will  have  been  diagnosed  with  AIDS  by  the  end  of  this 
calendar  year  than  have  died  in  all  the  armed  conflicts  in  which 
the  United  States  has  been  engaged  since  the  Civil  War.  And  that 
expansion  has  been  rapid  and  inexorable. 

The  awful  trends  of  the  expanding  AIDS  epidemic  tend  to  be  con- 
cealed in  raw  numbers,  whether  they  be  numbers  of  cases  or  of 
cities.  Initially  hard-hit  communities  have  been  even  harder  hit.  In 
addition,  there  is  geographic  dissemination  and  grim  diversification 
of  people  caught  in  the  path  of  the  virus — more  women,  more  chil- 
dren, more  orphans  left  behind,  younger  and  younger  age  at  acqui- 
sition of  infection,  and  expansion  into  ever  smaller  communities. 

Focusing  attention  on  cities  where  AIDS  has  struck  the  hardest 
is  important  and  necessary,  for  in  many  of  them,  the  availability 
of  Ryan  White  funds  has  made  the  difference  between  coping  and 
collapse.  It  is  crucial  to  realize  that  the  epidemic  is  still  a  major 
burden  for  those  cities,  and  their  public  health  infrastructures 
show  it  even  now. 

The  original  16  epicenters  represent  52  percent  of  the  newly  re- 
ported AIDS  cases  between  June  1992  and  July  1994.  Counting  all 
42  Title  I  cities,  that  figure  is  70  percent. 

As  has  been  said,  the  epidemic  has  not  stayed  confined  to  the 
communities  where  it  was  first  recognized.  It  has  become  a  truly 
nationwide  tragedy  and  requires  continued  Federal  support  in  the 
spirit  of  the  original  legislation,  as  emergency  relief.  The  epidemic 
has  not  shifted  from  one  geographic  area  or  one  community  to  an- 
other. Rather,  it  has  expanded  in  all  parts  of  the  country.  AIDS 
truly  presents  us  with  a  crisis — a  slowly  evolving,  massive  one,  to 
be  sure,  but  a  crisis  nonetheless.  And  the  Ryan  White  CARE  funds 
have  provided  and  will  be  needed  to  provide  disaster  relief  for  the 
foreseeable  future  as  communities  struggle  to  cope. 

The  current  structure  of  the  CARE  Act,  providing  resources  to 
both  urban  areas  and  States,  is  a  good  basis  on  which  to  build  an 
effective  response  to  this  changing  epidemic.  Through  Title  II, 
States  are  able  to  direct  resources  to  nonurban  areas  as  demand 
for  service  grows  in  those  communities.  The  consortia  program  de- 
veloped in  most  States  represents  an  effective  mechanism  to  build 
systems  of  care  responsive  to  the  needs  of  people  living  with  HIV 
outside  of  Title  I  EMAs. 

In  areas  where  comprehensive  systems  of  care  do  not  exist.  Title 
II  funded  State  AIDS  drug  assistance  programs  and  health  insur- 
ance continuation  programs  offer  vital  support  for  people  to  man- 
age their  HIV  disease. 

The  Title  I/Title  II  structure  of  the  CARE  Act  offers  great  flexi- 
bility for  States  and  high-impact  cities  to  coordinate  and  support 
whatever  kinds  of  services  are  most  necessary  given  the  local  char- 
acteristics of  the  epidemic.  Neither  title  should  be  funded  at  the  ex- 
pense of  the  other.  Both  are  necessary  to  meet  the  growing  de- 
mands of  this  expanding  epidemic. 

Tensions  that  exist  between  populations  and/or  jurisdictions  over 
allocation  of  resources  are  a  function  of  the  failure  of  funding  to 
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keep  pace  with  the  epidemic.  The  CARE  Act  was  authorized  for 
$880  milHon  in  1990.  Simply  adjusting  that  amount  for  inflation 
would  mean  $1  billion  today. 

Unfortunately,  current  funding  levels  represent  only  two-thirds 
of  that  amount.  Further,  the  CARE  Act  in  its  very  design  sets  up 
distinct  and  different  challenges  and  seeks  to  respond  to  them  si- 
multaneously. Simply  stated,  the  CARE  Act  seeks  to  look  backward 
and  forward — to  be  responsive  to  system  overload  and  to  system 


ficult  but  essential  and  basically  effective  approach. 

Based  on  the  strong  recommendation  of  the  Institute  of  Medicine, 
reinforced  by  the  Presidential  Commission  on  AIDS  appointed  by 
President  Reagan  in  1987-88,  and  then  our  National  Commission 
on  AIDS  during  its  4  years  of  work,  the  design  underlying  the 
Ryan  White  CARE  Act  of  1990  has  emerged  as  an  effective,  hu- 
mane and  sound  way  to  assist  communities  hardest  hit  by  the  epi- 
demic to  create  an  infrastructure  appropriate  to  the  care  and  sup- 
port of  people  living  with  AIDS,  while  also  recognizing  the  national 
scope  of  the  emergency  and  its  almost  certain  likelihood  of  remain- 
ing a  chronic  emergency  for  years  into  the  future. 

This  congressionally  mandated  response  has  been  most  effective 
and  important — indeed  critical — to  the  ability  of  many  municipali-, 
ties  in  our  country  to  respond  to  AIDS.  The  existence  and  ongoing 
availability  of  such  funds  has  served  effectively  to  stimulate  com- 
munity mobilization  and  planning  among  all  levels  of  government 
to  meet  the  growing  needs  of  the  epidemic.  Since  such  efforts  had 
previously  been  sporadic  and  rare,  it  is  not  surprising  that  there 
were  initially  examples  of  incoordination  and  discord  over  resource 
use.  But  the  planning  councils.  Title  II  consortia  and  joint  planning 
efforts  have  improved  progressively  and  are  functioning  well. 

Most  importantly,  the  overall  goals — to  facilitate  communities  to 
respond  in  increasingly  cost-effective  ways  to  meet  the  care  needs 
of  people  living  with  AIDS — have  been  well-met.  The  Ryan  White 
CMIE  Act  has  played  a  very  central  role  in  the  Nation's  response 
to  this  tragic  killer  of  young  people  which,  as  has  been  commented 
before  but  must  be  stated  again,  last  year  became  the  number  one 
cause  of  death  for  all  persons  between  the  ages  of  25  and  44  in  our 
country,  exceeding  even  the  awful  toll  of  violence-related  death. 

That  brings  me  finally  to  the  need  for  reauthorization.  The  avail- 
ability of  funds  through  the  provisions  of  the  Ryan  White  CARE 
Act  has  been  and  will  remain  crucial  to  our  national  response.  It 
has  been  estimated  by  Dr.  Lee  that  the  number  of  new  infections 
per  year  would  be  43,000;  in  point  of  fact,  many  estimates  suggest 
a  range  of  between  40,000  and  80,000,  and  that  is  an  insecure  fig- 
ure. 

As  a  point  of  contrast,  in  the  worst  years  of  the  polio  epidemics 
of  the  1940's  and  the  1950's  in  the  United  States,  the  greatest 
number  of  paralytic  cases  in  any  1  year  was  45,000. 

For  those  of  us  who  have  been  involved  in  efforts  to  grapple  with 
this  awful  epidemic  from  early  times,  the  pace  of  progress  sorne- 
times  seems  agonizingly  slow  in  the  face  of  such  loss  of  human  life 
and  talent.  And  yet  our  Nation's  efforts  to  respond  are  bearing 
fruit,  and  biomedical  research  does  promise  hope  ahead.  But  in  the 
meanwhile,  we  must  as  a  nation  continue  to  shore  up  the  infra- 
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structure  of  community  response  to  this  catastrophe,  and  the  reau- 
thorization of  the  Ryan  White  CARE  Act  is  the  centerpiece  of  that 
response.  It  is  working.  It  should  be  maintained.  This  bipartisan  ef- 
fort has  succeeded  in  providing  health  and  support  services  and 
even  hope  to  hundreds  of  thousands  of  people  living  with  HIV. 
Such  a  success  story  should  not  be  jeopardized.  Any  proposed 
changes  must  be  well  thought  through,  not  just  in  theory  but  in 
practice.  The  physician's  oatn,  first  to  do  no  harm,  applies  directly 
nere. 

Ryan  White  was  an  inspiring  example  of  dignity,  decency  and 
compassion,  and  this  bill  was  named  for  him  because  in  a  very  real 
way,  he  symbolized  the  courage  we  all  need  to  face  the  future.  In 
his  name,  we  should  continue  to  work  together  and  to  avoid  the 
hazard  of  taking  from  one  person  in  need  to  give  to  another  in 
need.  We  have  a  lone  way  to  go,  and  we  will  only  get  there  by  coop- 
erative and  concerted  effort. 

Thank  you  for  the  opportunity  to  testify. 

The  Chairman.  Thank  you,  Dr.  Osbom. 

[The  prepared  statement  of  Dr.  Osbom  follows:] 

Prepared  Statement  of  June  E,  Osborn,  M.D. 

I  appreciate  the  opportunity  to  appear  before  you  in  Support  of  the  reauthoriza- 
tion of  the  Ryan  White  CARE  Act.  I  am  Dr.  June  Osbom,  currently  Professor  of  Epi- 
demiology and  of  Pediatrics  and  Communicable  Diseases  at  the  University  of  Michi- 
gan. I  have  been  a  physician  for  nearlv  34  years,  and  am  a  virologist  and  an  infec- 
tious disease  specialist  in  pediatrics,  by  training.  I  have  been  involved  in  matters 
of  public  policy  concerning  health  care  and  public  health  for  much  of  that  time,  and 
served  as  Dean  of  the  School  of  Public  Health  at  the  University  of  Michigan  from 
1984-1993. 

Pertinent  to  today's  hearing,  I  have  also  plaved  a  number  of  advisory  roles  to  fed- 
eral agencies,  to  the  Institute  of  Medicine  of  the  National  Academy  of  Sciences,  and 
to  foundations  over  the  past  two  decades.  I  was  a  member  of  the  original  Institute 
of  Medicine  study  committee  that  produced  the  1986  report  Confronting  AIDS,  and 
I  chaired  the  National  Advisory  Committee  for  the  Robert  Wood  Johnson  Founda- 
tion's AIDS  Health  Services  Project  from  1986-1990 — which  project  played  a  key 
role  in  identifying  ways  to  decrease  costs  while  improving  quality  of  care  for  people 
living  with  AIDS,  many  of  which  innovations  were  integral  to  the  concepts  underly- 
ing the  original  Ryan  White  CARE  Act. 

From  1989-1993  I  was  Chairwoman  of  the  congressionally  created  National  Com- 
mission on  AIDS,  advisory  to  Congress  and  to  tne  Executive  Branch  on  issues  of 

rolicy  regarding  national  response  to  the  HIV/AIDS  epidemic.  In  that  latter  capacity 
had  the  opportunity  to  hear  at  first  hand  from  literally  thousands  of  people  all 
over  the  country  who  were  involved  in  efforts  to  live  with  or  respond  to  the  burgeon- 
ing epidemic  crisis.  As  I  will  discuss  in  a  moment,  the  information  garnered  from 
such  hearings  led  the  National  Commission  on  AIDS  to  advocate  and  then  to  sup- 
port the  principles  underlying  the  Ryan  White  CARE  Act  of  1990. 

As  I  am  sure  you  are  aware,  Ryan  White  was  a  teenager  from  the  midwest  with 
hemophilia  who,  despite  his  AIDS  and  horrifying  experiences  of  discrimination  and 
hostility  it  evoked,  aevoted  his  young,  foreshortenea  life  and  remarkable  talent  to 
trying  to  help  others  right  up  to  the  time  of  his  death  in  1990.  The  CARE  bill  was 
given  his  name  in  recognition  of  his  extraordinary  contributions  to  HIV  and  AIDS 
awareness,  prevention  and  care;  and  after  his  death,  I  had  the  personal  privilege 
of  sitting  with  Ryan  White's  mother  Jeannie  in  the  Senate  Gallery  as  the  debate 
over  that  bill  took  place.  Thus  it  is  a  particular  pleasure  for  me  to  appear  before 
you  today. 

I  think  it  would  be  helpfiil  to  review  briefly  the  nature  and  scale  of  the  HIV/AIDS 
epidemic  ad  the  factors  that  prompted  every  nationally  constituted  review  commit- 
tee prior  to  1990  to  recommend  the  provisions  incorporated  in  the  Ryan  White 
CARE  Act 

As  I  begin  that  rapid  overview,  let  me  first  refresh  in  your  minds  about  the  his- 
toric scale  of  this  tragedy.  Prior  to  the  summer  of  1981  neither  HIV  nor  AIDS  was  | 
known  to  exist.  That  is  only  fourteen  years  ago,  yet  by  the  end  of  this  calendar  year,  | 
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more  young  Americans  will  have  been  diagnosed  with  AIDS  than  died  in  all  the 
armed  conflicts  in  which  the  United  States  has  been  engaged  since  the  Civil  War! 
The  expasion  has  been  rapid  and  inexorable.  At  the  time  of  inception  of  the  CARE 
Act,  Title  I  provision  was  so  defined  as  to  include  American  metropolitan  areas  es- 
pecially devastated  by  the  epidemic  onslaught.  Using  that  definition  (of  a  cumu- 
lative 2,000  or  more  cases  of  AIDS),  the  number  of  communities  severely  impacted 
was  then  16,  but  has  now  ballooned  to  42;  and  it  is  now  anticipated  that  yet  another 
11-17  cities  will  qualify  very  shortly.  If  you  look  over  the  list  of  these  new  cities, 
you  will  realize  how  dreadfully  pervasive  has  been  the  expansion  of  this  tragic  ill- 
ness. (I  should  note  that  projections  have  been  remarkably  accurate  throughout  the 
epidemic;  and  in  particular,  that  the  dia^osis  of  AIDS  is  made — on  the  average — 
ten  years  after  initial  onset  of  HIV  infection.  Thus  we  can  be  more  than  usually  cer- 
tain of  trouble  to  come,  as  several  hundred  thousand  Americans  are  thought  to  be 
infected  but  are  not  yet  ill  enough  to  qualify  for  the  AIDS  diagnosis). 

The  awfiil  trends  of  the  expanding  AIDS  epidemic  tend  to  be  concealed  in  the  raw 
numbers,  whether  they  be  numbers  of  cases  or  of  cities.  Initially  hard-hit  commu- 
nities have  been  even  harder  hit;  but  in  addition  there  is  geographic  dissemination 
and  grim  diversification  of  people  cau^t  in  the  path  of  the  virus — more  women, 
more  children  infected,  more  orphans  left  behind,  younger  and  younger  age  at  acqui- 
sition of  infection,  and  expansion  into  ever-smaller  communities. 

Focussing  attention  on  cities  where  AIDS  has  struck  the  hardest  is  important  and 
necessaiy,  Tor  in  many  of  them  the  availability  of  Ryan  White  fiinds  has  made  the 
difference  between  coping  and  collapse.  It  is  crucial  to  realize  that  the  epidemic  is 
still  a  major  burden  for  those  cities  to  hear  and  their  public  health  infrastructures 
show  it.  Tjie  original  16  epicenters  represent  52  percent  of  the  newly  reported  AIDS 
cases  between  June  1992  and  July  1994.  Counting  all  42  Title  I  cities,  that  figure 
is  70  percent. 

The  epidemic,  however,  has  not  stayed  confined  to  the  communities  when  it  was 
first  recognized.  It  has  become  a  truly  nationwide  tragedy  and  requires  continued 
federal  support  in  the  spirit  of  the  original  legislation,  as  emergency  relief.  The  epi- 
demic has  not  shifwed  from  one  geographic  area  or  one  community  to  another.  It  has 
expanded  and  diversified,  creating  increased  need  for  care  and  support  service  in 
all  parts  of  the  country.  AIDS  truly  presents  us  with  a  crisis — a  slowly  evolving, 
massive  one  to  be  sure,  but  a  crisis  nonetheless.  And  the  Ryan  White  CARE  funds 
have  provided — and  will  be  needed  to  provide  disaster  relief  for  the  foreseeable  fix- 
ture as  communities  struggle  to  cope. 

The  current  structure  of  the  CARE  Act,  providing  resources  to  both  urban  areas 
and  states,  is  a  good  basis  on  which  to  build  an  effective  response  to  this  changing 
epidemic.  Through  Title  11  the  CARE  Act,  states  are  able  to  airect  resources  to  non- 
urban  areas  as  demand  for  services  grows  in  those  communities.  The  consortia  pro- 
gram developed  in  most  states  represents  an  effective  mechanism  to  build  systems 
of  care  responsive  to  the  needs  of  people  living  with  HIV  outside  of  Title  I  EMAs. 
In  areas  where  comprehensive  systems  of  care  do  not  exist.  Title  II  funded  state 
AIDS  Drug  Assistance  Programs  and  Health  Insurance  Continuation  Programs  offer 
vital  support  for  people  to  manage  their  HIV  disease. 

The  Title  I/Title  II  structure  of  the  CARE  Act  offers  great  flexibility  for  states  and 
high  impact  cities  to  coordinate  and  support  whatever  kinds  of  services  are  most 
necessary  given  the  local  characteristics  of  the  epidemic.  Neither  Title  should  be 
funded  at  the  expense  of  the  other.  Both  are  necessarv  to  meet  the  growing  de- 
mands of  this  expanding  epidemic.  Tensions  that  exist  between  populations  and/or 
jurisdictions  over  allocation  of  resources  are  a  function  of  the  failure  of  funding  to 
keep  pace  with  the  epidemic.  The  CARE  Act  was  authorized  for  $880  million  in 
1990.  Simply  adjusting  that  amount  for  inflation  would  mean  $1  billion  today.  Un- 
fortunately, current  funding  levels  represent  only  64  percent  of  that  amount.  Fur- 
ther, the  CARE  Act  in  its  very  design  sets  up  distinct  and  different  challenges  and 
seeks  to  respond  to  them  simultaneously.  Simply  stated,  the  CARE  Act  seeks  to  look 
backward  and  forward — to  be  responsive  to  system  overload  and  to  system  develop- 
ment. Given  resource  constraints,  this  is  an  extremely  difficult  but  essential  and  ba- 
sically effective  approach. 

We  have  learned  a  great  deal  about  the  new  epidemic  in  these  past  aconiziM 
fourteen  years — about  uie  nature  of  the  virus  and  its  insidious  but  ultimately  dead- 
ly effect,  and  about  how  to  care  for  people  living  with  HIV  and  AIDS.  When  the 
epidemic  first  becan,  efforts  to  provide  health  care  for  the  rapidly  increasing  num- 
bers of  sick  people  were  expensive  in  their  drain  on  public  health  and  public  hos- 
pitals facilities  and  personnel;  worse  yet,  last  ditch,  sometimes-fragmented  meas- 
ures were  often  ineffectual  and  death  came  swiftly  to  many.  Average  life 
expectancies  were  very  short,  and  quality  of  remaining  life  for  people  diagnosed 
with  AIDS  was  severely  compromised. 
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With  time,  and  with  the  concentrated  eflbrts  of  thousands  of  conscientious  care 
givers  and  dedicated  pubUc  servants  in  hard-hit  communities,  that  situation  im- 
proved. It  was  found  tnat  AIDS  care  could  be  simpUfied,  and  that  with  thoughtful 
attention  to  prevention  of  complications  (such  as  the  kind  of  pneumonia  that  had 
brought  deatn  so  abruptly  to  people  at  the  very  time  of  diagnosis  early  in  the  epi- 
demic), many  months  of  relatively  healthy,  productive  life  could  be  added.  At  one 
time  the  average  life  expectancy  after  the  diagnosis  of  AIDS  was  well  under  one 
year,  and  survival  to  two  years  were  rare.  Now  the  average  is  two  year,  and  many 
people  live  much  longer,  continuing  to  lead  productive  lives  and  to  give  our  society 
the  value  of  their  trained  talent. 

What  is  more,  their  life-time  cost-of-care  has  moved  into  the  middle  range  of  cost- 
of-care  for  other  chronic  diseases.  Thus,  with  innovations  in  care  strategies,  people 
can  live  with  AIDS  as  a  chronic  disease  and  notably  extend  their  useful  roles  in  so- 
ciety. Such  progress  is  incremental,  to  be  sure,  but  it  is  nonetheless  a  valuable  step 
toward  the  ultimate  goal  of  the  conquest  of  AIDS. 

As  with  all  chronic  diseases,  optimal  programs  of  care  are  better  provided  out  of 
the  hospital;  often  they  involve  well-choreographed  participation  from  many  kinds 
of  health  care  providers  and  other  supportive  services.  But  at  the  outset  of  the  AIDS 
epidemic,  provision  of  such  coordinated  and  facilitated  outpatient  care  was  a  weak- 
ness in  our  health  care  system;  and  access  to  care  of  any  kind  tended  to  be  severely 
compromised  by  loss  of  employment  through  illness  and  then  loss  of  employment- 
related  insurance. 

By  the  end  of  the  first  decade  of  AIDS,  on  the  strong  recommendation  of  the  Insti- 
tute of  Medicine,  reinforced  by  the  Presidential  Commission  on  AIDS  appointed  by 
President  Reagan  (1987--88)  and  then  our  National  Commission  on  AIDS,  the  design 
underlying  the  Ryan  White  CARE  Act  of  1990  emerged  as  an  effective,  humane  and 
sound  way  to  assist  communities  hardest  hit  by  the  epidemic  to  create  an 
intrastructure  appropriate  to  the  care  and  support  of  people  living  with  AIDS  while 
also  recognizing  tne  national  scope  of  the  emergency  ad  its  almost  certain  likelihood 
of  remaining  a  'chronic  emergency"  for  may  years  into  the  future. 

This  Congressionally  mandated  response  has  been  most  effective  and  important — 
indeed  critical  to  the  ability  of  many  municipalities  in  our  country  to  respond  to 
AIDS.  The  existence  and  on-going  availability  of  such  funds  has  served  to  effectively 
stimulate  community  mobilization  and  planning  among  all  levels  of  government  to 
meet  the  growing  need  of  the  epidemic.  Since  such  efforts  had  previously  been  spo- 
radic and  rare,  it  is  not  surprising  that  there  were,  initially,  examples  of 
incoordination  and  discord  over  resource  use;  but  the  planning  councils,  Title  II  con- 
sortia and  joint  planning  efforts  have  improved  progressively  and  are  functioning 
well. 

Most  importantly,  the  overall  goals — to  facilitate  conmiunities  to  respond  in  in- 
creasingly cost-effective  ways  to  meet  the  care  needs  of  people  living  with  AIDS — 
have  been  well  met.  The  Ryan  White  CARE  Act  has  played  a  very  central  role  in 
the  nation's  response  to  this  tragic  killer  of  young  people,  which  last  year  became 
the  number  one  cause  of  death  for  all  persons  between  the  ages  of  25-44  in  our 
country,  exceeding  even  the  awful  toll  of  violence -related  death. 

That  brings  me  finally  to  the  need  for  reauthorization.  The  availability  of  funds 
through  the  provisions  of  the  Ryan  White  CARE  Act  has  been,  and  will  remain,  cru- 
cial to  our  national  response.  I  mentioned  earlier  that  the  scale  of  the  epidemic  to 
date  has  been  astonishing — over  half  a  million  young  adults  have  been  diagnosed 
with  AIDS,  of  whom  over  a  quarter  of  a  million  have  died.  There  has  been  concern 
voiced  about  the  use  of  cumulative  case  numbers — so  I  should  tell  you  that  in  the 
year  1993  alone  there  were  105,000  newly  diagnosed  cases  of  AIDS,  and  the  tally 
for  1994  is,  at  present,  over  80,000  (and  likely  to  rise,  since  reporting  is  usually 
slow).  Those  trends  of  which  I  spoke  are  clearly  evident  more  than  20  percent  of 
new  diagnoses  last  year  were  in  women;  and  more  than  half  of  those  were  from  het- 
erosexual contact.  Worldwide,  more  than  75  percent  of  HIV  infections  are  transmit- 
ted by  heterosexual  contact,  so  that  is  likely  to  be  a  persistent  upward  trend).  Twen- 
ty percent  or  more  became  infected  while  still  adolescents,  and  the  age  at  time  of 
new  infection  continues  to  drop.  And  it  is  estimated  that  the  number  of  new  infec- 
tions per  year  in  our  country  will  be  between  40,000  and  80,000  for  the  foreseeable 
future.  (As  a  point  of  contrast:  in  the  worst  years  of  the  polio  epidemics  of  the  1940s 
and  1950s  in  the  United  States,  the  greatest  number  of  paralytic  cases  was  45,000). 

For  those  of  us  who  have  been  involved  in  efforts  to  grapple  with  this  awful  AIDS 
epidemic  from  early  times,  the  pace  of  progress  sometimes  seems  agonizingly  slow 
in  the  face  of  such  loss  of  human  life  and  talent.  And  yet  our  nation  s  efforts  to  re- 
spond to  this  unprecedented  health  emergency  are  bearing  fruit.  We  have  treat- 
ments and  care  regimens  that  can  extend  the  useful  lives  of  these  young  people,  and 
biomedical  researcn  promises  hope  ahead.  But  in  the  meanwhile  we  must,  as  a  na- 
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tion,  continue  to  shore  up  the  infrastructure  of  community  response  to  this  catas- 
trophe, and  the  reauthorization  of  the  Ryan  White  CARE  Act  is  the  centerpiece  of 
that  response. 

The  Chairman.  Mr.  Robinson. 

Mr.  Robinson.  Thank  you,  Senator  Kassebaum,  Senator  Ken- 
nedy. 

I  am  here  today  as  a  member  of  the  executive  committee  of  the 
National  Organizations  Responding  to  AIDS,  but  more  importantly, 
I  am  here  today  as  an  American  living  with  HIV. 

NORA  was  formed  in  1987  by  more  than  150  organizations  to  de- 
velop and  advocate  for  sound  national  HIV/AIDS  policy.  The  mem- 
bers of  NORA  include  national  organizations  of  public  and  private 
health  care  professionals,  groups  who  advocate  for  women,  chil- 
dren, people  of  color,  and  persons  with  disabilities.  NORA's  mem- 
bership includes  civil  rights  and  religious  groups,  and  most  impor- 
tantly, people  with  AIDS. 

There  are  a  couple  of  points  that  are  in  my  written  testimony 
that  I  would  like  to  call  to  your  attention.  First,  because  of  the 
chronic  nature  of  HIV  disease,  people  with  AIDS,  no  matter  where 
they  live,  continue  to  encounter  enormous  medical  and  financial 
difficulties. 

Second,  the  CARE  Act's  four  titles  represent  a  flexible,  decentral- 
ized structure  which  allows  for  State  and  local  control  while  ad- 
dressing the  special  needs  of  some  key  vulnerable  populations. 

And  finally,  the  Ryan  White  CARE  Act  programs  have  been  prov- 
en to  be  cost-effective. 

I  would  also  recommend  to  you  two  important  principles  that 
guide  NORA's  policy  on  reauthorization.  First,  all  people  with  HIV 
are  entitled  to  an  equitable  baseline  of  care  and  support  services, 
no  matter  where  they  live;  and  second,  the  expanding  demo- 
graphics and  regional  distribution  of  people  living  with  AIDS  calls 
for  a  renewed  commitment  to  inclusion  of  vulnerable  populations  in 
decisionmaking  and  additional  resources  to  address  AIDS  in  our 
Nation's  rural  communities. 

So  my  take-home  message  for  you  today  is  that  we  cannot  retreat 
from  our  national  commitment  to  our  hard-hit  urban  areas,  and  we 
must  escalate  our  efforts  for  vulnerable  underserved  populations  in 
rural  communities. 

The  Ryan  White  CARE  Act  was  the  first  ray  of  hope  for  countless 
numbers  of  Americans  who  found  themselves  impoverished  by  the 
realities  of  AIDS.  I  am  38  years  old.  I  have  worked  and  paid  taxes 
since  I  was  16.  But  I  stand  to  lose  it  all — my  health,  my  health  in- 
surance, my  home,  and  my  ability  to  be  self-sufficient. 

As  a  potential  end-user  of  CARE  services,  I  can  say  with  con- 
fidence that  it  represents  the  only  safety  net  which  has  enabled 
many  people  with  HIV  to  remain  healthy  and  productive,  and  in 
many  cases,  return  to  the  work  force  after  a  bout  of  illness. 

The  CARE  Act  structure  has  proven  successful  in  the  laboratory 
of  State  and  local  health  departments  and  community-based  orga- 
nizations. The  Act  builds  on  the  existing  structure  of  health  and  so- 
cial services,  and  by  providing  resources  to  States  and  cities  as  well 
as  public  and  private  nonprofit  health  centers,  the  CARE  Act  pro- 
grams create  access  to  comprehensive  primary  medical  care  for  vul- 
nerable populations,  including  children,  youth  and  famihes. 
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The  CARE  Act  nurtures  voluntary  efforts,  thus  making  the 
CARE  Act  a  model  for  cost-effective  Federal  support  for  health  care 
delivery.  The  care  of  people  with  AIDS  has  been  accomplished  by 
hundreds  of  thousands  of  volunteers,  supported  by  CARE  funding, 
encouraging  civic  participation  and  personal  responsibility,  and 
lessening  the  burden  on  communities,  hospitals,  and  our  public 
health  system. 

The  HIV  epidemic  has  expanded  in  the  last  5  years  and  now  af- 
fects all  racial  and  ethnic  groups  and  most  areas  of  the  country. 
People  of  color,  especially  gay  men  of  color,  and  women  make  up 
an  ever  growing  percentage  of  people  with  AIDS.  The  epidemic  has 
not  shifted  away  from  the  urban  areas.  The  fact  remains  that  AIDS 
in  urban  America  is  a  combination  of  multiple  epidemics  such  as 
TB,  substance  abuse,  homelessness  and  poverty. 

This  multilevel  urban  epidemic  requires  a  specific  urban  re- 
sponse, just  as  5  years  ago.  Unfortunately,  we  can  now  say  with 
certainty  that  AIDS  is  a  suburban,  rural,  and  Indian  reservation 
problem  as  well,  each  requiring  a  coordinated  national.  State  and 
local  response.  Geographic  disparity,  lack  of  general  health  care  in- 
frastructure, and  continuing  sti^a  in  rural  commvmities  require 
planning,  coordination,  and  additional  resources  to  ensure  an  ap- 
propriate baseline  of  HIV  health  care. 

As  you  debate  possible  changes  in  the  current  formula,  I  urge 
you  to  keep  in  mind  that  there  are  real  people  living  with  AIDS 
who  are  now  being  cared  for  with  CARE  dollars — ^people  like  the 
15-year-old  from  Missouri  who  spoke  at  the  recent  Senate  briefing 
on  the  successes  of  CARE  funding.  This  9th-grader,  who  is  a  hemo- 
philiac with  AIDS,  only  imderstand  that  CAJIE  funding  makes  life 
a  little  easier  for  his  mom.  He  lives  in  an  isolated  community 
where  adequate  health  care  is  a  2-hour  drive  away,  and  the  only 
clinical  trial  available  to  him  is  in  Washington,  DC.  Titles  I  ana 
III-B  mean  hope  for  this  teenager's  future. 

NORA  believes  that  people  with  AIDS  should  have  access  to  the 
basket  of  services  that  they  need,  where  they  live.  However,  dra- 
matic changes  in  the  structure  of  the  CARE  Act  or  its  funding  for- 
mula could  have  a  very  disruptive  impact  on  service  delivery. 
NORA  supports  changes  in  the  CARE  Act  which  expand  rather 
than  reduce  the  availaoility  of  services. 

On  behalf  of  the  National  Organizations  Responding  to  AIDS,  I 
call  on  you  to  reauthorize  the  CARE  Act  early  in  the  104th  Con- 
gress. As  a  person  living  with  HIV,  I  request  your  wise  and  com- 
passionate consideration  of  the  need  to  continue  the  life-extending 
work  of  the  Ryan  White  CARE  programs.  This  way,  people  witn 
AIDS,  whether  traveling  the  highways  past  the  farms  of  the  Mid- 
west, or  the  freeways  and  subways  of  our  great  cities,  will  be  able 
to  continue  to  contribute  to  this  rich  Nation  of  ours. 

Thank  you. 

[The  prepared  statement  of  Mr.  Robinson  follows:] 

Prepared  Statement  of  Alexander  Robinson 

My  name  is  Alexander  Robinson.  I  am  an  Executive  Committee  member  of  the 
National  Organizations  Responding  to  AIDS  or  NORA  Coalition.  On  behalf  of  the 
NORA  Coalition,  it  is  my  privilege  to  testify  before  the  Conunittee  on  the  reauthor- 
ization of  the  Ryan  White  CARE  Act.  As  a  person  living  with  HIV,  my  involvement 
in  AIDS  issues  is  both  personal  and  professional.  NORA  was  formed  m  1987  to  ad- 
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dress  national  HIV/AIDS  policy  issues  by  a  consensus  of  more  than  150  concerned 
national  organizations  representing  health  professions,  children,  people  of  color,  per- 
sons with  disabilities,  civil  ri^ts,  womens,religious,  and  other  groups.  Five  years 
ago  NORA  was  instrumental  in  mobilizing  support  for  the  passage  of  the  Kyan 
White  CARE  Act.  The  organizations  that  comprise  NORA  stand  together  again, 
committed  to  ensuring  the  reauthorization  of  the  CARE  Act  in  1995. 

Thinking  back  to  1990,  the  passage  of  the  Ryan  White  CARE  Act  marked  the  end 
of  disillusionment  for  many  people  affected  by  AIDS,  and  the  beginning  of  hope  for 
a  significant  federal  response  to  the  needs  of  people  living  with  HIV  and  AIDS  Pri- 
vate,  voluntary  organizations  and  medical  centers  were  tne  first  to  respond  to  the 
AIDS  crisis,  and  have  continued  and  strengthened  their  efforts  to  serve  people  af- 
fected by  AIDS.  The  CARE  Act  is  the  essential  federal,  public  share  of  the  nationls 
response  to  the  AIDS  epidemic. 

This  hearing  itself  comes  at  a  critical  time  in  the  history  of  the  epidemic.  Just 
last  month,  the  Centers  for  Disease  Control  and  Prevention  reported  that  ADDS  has 
become  the  number  one  cause  of  death  for  all  Americans  between  the  ages  of  25 
and  44.  AIDS  is  now  the  leading  killer  of  people  in  the  prime  of  their  lives.  Perhaps 
this  is  why  a  post-election  poll  of  voters  in  November  found  that  78  percent  support 
"increasing  efforts  in  AIDS  research,  prevention  and  care." 

In  its  first  five  years,  the  CARE  Act  has  improved  dramatically  the  quality  of  care 
services  for  people  with  HIV/AIDS  nationwide  through  all  of  its  titles.  Each  of  the 
four  titles  of  the  Ryan  White  CARE  Act  provides  funding  for  vital  services  in  com- 
munities across  the  nation,  reaching  people  living  with  HIV  and  AIDS  through  serv- 
ices which  range  from  medical  care  programs  in  our  largest  cities  to  life-sustaining 
prescription  dmgs  for  those  who  live  in  rural  America.  Each  title  is  integral  to  the 
whole.  For  example,  without  a  Title  niB-fiinded  community  health  center  in  Spring- 
field, MO,  few,  if  an>r,  early  intervention  and  ongoing  outpatient  services  could  be 
provided  to  people  living  with  HIV  and  AIDS  in  rural  Missouri.  By  the  same  token, 
a  Title  IV-funded  family  HIV  services  project  in  New  York  City  provides  care  and 
an  important  linkage  to  clinical  research  trials  for  children  living  with  HIV  in  the 
nation  s  largest  metropolitan  area. 

Before  the  CARE  Act,  people  living  with  HIV  rarely  had  local  support  for  their 
medical  and  support  needs.  Due  to  the  stigma,  the  myths  and  unfounded  fears  asso- 
ciated with  AIDS,  people  often  carried  the  burden  of  the  disease  alone.  Now — be- 
cause of  the  CARE  Act — people  living  with  HTV  disease  can  obtain  health  care  and 
other  support  in  their  neighborhoods,  in  their  cities,  in  their  regions,  and  do  not  al- 
ways face  the  devastation  of  this  disease  in  isolation. 

The  NORA  coalition  reaffirms  the  underlying  principles  of  all  components  of  the 
Ryan  White  CARE  Act,  which  are: 

Title  I:  To  provide  emergency  relief  to  the  eligible  metropolitan  areas  (EMA's) 
hardest  hit  by  HIV  and  AIDS,  and  to  enable  them  to  build  an  infrastructure  and 
establish  medical  care  and  related  services  for  their  residents  with  HIV  disease 
through  local  planning  councils  which  determine  the  needs  of  their  communities. 

Title  11:  To  provide  funding  to  all  States  to  enable  them  to  improve  the  quality, 
availability,  and  organization  of  care  for  individuals  with  HFV  disease  statewide  by 
operating  consortia  of  local  providers  throughout  states;  providing  prescription 
drugs  to  working  people  who  do  not  have  access  to  private  insurance  or  Medicaid; 
providing  continuation  of  health  care  insurance  coverage;  and  providing  home  and 
commumty-based  care  services  for  people  with  HIV. 

Title  IIIB:  To  provide  funding  to  public  and  private  non-profit  clinics  to  provide 
early  intervention  services  for  individuals  that  seek  HIV  counseling  and  testing  and 
require  outpatient  medical  care,  medical  monitoring  and  prescription  drugs  and 
treatments  to  delay  the  onset  of  AIDS  and  prolong  life. 

Title  IV:  To  provide  grants  to  public  and  private  non-profit  entities  to ^ovide 
comprehensive  HIV  care  to  pediatric,  adolescent  and  women  patients  with  HIV  dis- 
ease by  establishing  coordinated  systems  of  family-centered  and  youth-centered  com- 
prehensive care  witn  linkages  to  clinical  research  programs. 

An  exhaustive  review  of  the  CARE  Act  has  been  conducted  over  the  past  year  by 
numerous  agencies — including  the  Health  Resources  and  Services  Administration, 
the  National  Alliance  of  State  and  Territorial  AIDS  Directors,  the  National  Associa- 
tion of  People  with  AIDS,  the  National  Minority  AIDS  Council— along  with  a  num- 
ber of  public  hearings,  (^scussion  meetings  and  coalition-building  activities  facili- 
tated by  NORA.  Among  the  major  findings  of  these  reviews:  .  1  j.fr 

People  with  AIDS  continue  to  encounter  enormous  medical  and  financial  dilTicul- 
ties.  Chief  among  these  needs  are:  financial  assistance,  assistance  with  access  to 
medicines,  health  care  and  insurance,  transportation  and  housing.  The  CARE  Act 
has  provided  critical  support  for  states,  cities,  neighborhoods,  families  and  individ- 
uals left  devastated  by  the  epidemic.  The  Act  has  supported  critical  emergency  as- 
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sistance  (rent,  utility  payments,  food)  as  a  bridge  to  those  in  crisis.  To  the  estimated 
750,000  people  living  with  HIV  disease  in  this  country,  an  emergency  situation  is 
waiting  around  the  comer,  and  could  be  only  a  day  away.  In  many  communities  af- 
fected l>v  the  epidemic  and  for  countless  individuals  and  families  affected  by  HIV, 
the  CARE  Act  represents  the  only  available  resource  to  stave  off  disaster. 

The  current  four  title  structure  makes  sense.  The  CARE  Act  nurtures  voluntary 
and  private  efforts  and  builds  on  existing  health  and  social  service  funding  streams 
to  states,  municipalities,  and  public  and  private  non-profit  health  centers.  Prior  to 
the  CARE  Act,  states  and  cities  received  little  or  no  support  specifically  targeted  to 
AIDS  care  initiatives.  The  CARE  Act  has  engendered  state,  local  and  private  prob- 
lem-solving approaches,  solidified  public  andprivate  sector  partnerships,  and  helped 
build  upon  community-based  volunteerism.  The  hallmark  oi  the  CARE  Act  has  been 
state  and  local  control  of  the  funding,  enabling  planning  to  take  place  at  the  conmiu- 
nity-level.  It  is  a  flexible  model  for  delivering  services,  and  it  is  a  system  that  has 
been  well-coordinated  among  grantees  of  the  CARE  Act  titles. 

The  HIV  epidemic  has  expanded  in  the  last  five  years  and  now  blankets  all  areas 
of  the  country.  In  nearly  every  state,  AIDS  has  been  reported  in  nearly  every  coun- 
ty. The  epidemic  has  not  shifted  away  from  urban  areas — it  has  grown.  The  fact  re- 
mains that  AIDS  is  still  an  urban  problem,  needing  a  specific  urban  response,  iust 
as  five  years  ago.  But  we  can  now  say  with  equal  certainty  that  AIDS  is  a  suburban 
and  rural  problem  as  well,  requiring  a  coordinated  national,  state,  local  and  private 
response. 

Ryan  White  CARE  Act  programs  are  cost-effective.  There  is  clear  evidence  that 
without  the  CARE  Act,  the  burden  on  communities,  hospitals,  and  public  health  sys- 
tems overwhelmed  by  AIDS  cases  would  be  enormous.  For  example,  an  analysis  con- 
ducted by  the  New  York  State  Department  of  Health  showed  tnat  for  every  public 
dollar  spent  on  AIDS  services  in  1988,  eight  dollars  were  saved  in  delivering  similar 
services  in  1993 — a  direct  connection  to  the  impact  that  CARE  Act  programs  have 
made  on  the  public  system  of  providing  care  services  by  reducing  emergency  room 
care  and  costly  hospitalizations. 

Two  weeks  ago  the  NORA  Coalition  participated  in  a  briefing  for  U.S.  Senate  staff 
on  the  Ryan  White  CARE  Act,  held  by  Senator  Kassebaum's  and  Senator  Kennedy's 
offices.  The  briefing  was  living  proof  of  the  contribution  this  law  has  made  in  the 
lives  of  individuals  and  families  struggling  against  this  epidemic.  This  Committee 
and  this  Senate  should  be  proud  of  the  positive  impact  that  this  legislation  has 
made  in  sustaining  life  and  giving  hope.  The  briefing  also  showed  we  have  a  dif- 
ficult road  ahead  of  us.  We  have  an  ever-expanding  number  of  people  to  care  for, 
in  all  corners  of  this  countiy — people  who  cannot  be  abandoned — in  our  biggest 
cities  and  our  smallest  towns.  I  want  to  share  with  you  some  of  the  stories  tola  at 
that  briefing  two  weeks  ago: 

A  fifty-one  year  old  African-American-Indian  gay  man  from  the  Midwest,  a  father, 
a  decorated  Army  veteran,  described  the  difference  that  Ryan  White  CARE  Act  Title 
I  funding  has  made  in  his  life.  Title  I  has  paid  for  his  outpatient  medical  care,  and 
has  paid  for  drugs  not  yet  approved  by  his  state's  Medicaid  program.  It  paid  for 
nursing  care  he  received  at  home  after  his  last  hospital  stay — nursing  care  that  cut 
at  least  ten  thousand  dollars  off  of  what  would  have  been  an  extra  week  in  the  hos- 
pital. 

A  Western  state  AIDS  director,  who  administers  a  state  Title  II  program,  de- 
scribed how  her  state  offers  such  services  as  access  to  HIV/AIDS  medications,  sup- 
ports regional  HIV  care  consortia  and  provides  home-based  care  services  to  both 
urban  and  rural  counties.  This  AIDS  director  knows  first  hand  the  struggle  to  ac- 
cess care  in  a  rural  area  prior  to  the  implementation  of  the  CARE  Act.  She  cared 
for  her  husband  who  died  of  AIDS  several  years  ago. 

A  fifteen  year  old  boy,  a  ninth  grader  who  is  hemophiliac  and  has  AIDS,  spoke 
along  with  his  mom.  This  eloquent  young  man  said  he  didn't  know  much  about  how 
the  CARE  Act  works,  except  he  knows  it  s  been  able  to  give  his  mom  and  dad  some 
peace  of  mind  once  and  awhile  when  the  bills  and  the  pressures  start  to  pile  up. 
They  live  in  an  isolated  rural  area  in  the  Midwest.  The  nearest  place  they  can  get 
care  is  at  a  Title  II  and  Title  IIIB  clinic  a  two  hour  drive  away.  The  next  closest 
place  for  him  to  get  care  is  NEH,  here  in  Washington.  The  CARE  Act  has  provided 
assistance  to  his  family  in  times  of  crisis,  with  gas  money  to  see  his  doctor  and  rent- 
al assistance. 

An  African-American  man  who  is  living  with  HIV  in  the  Southeast  described  the 
ongoing  care  he  and  his  family  have  received  at  a  Title  IIIB-funded  community 
health  center.  His  wife  contracted  the  AIDS  virus  through  a  blood  transfusion  for 
her  anemia  when  she  was  hospitalized  during  the  delivery  of  their  son.  His  son  died 
of  AIDS  in  1992;  his  wife  died  in  1993.  He  goes  to  the  health  center  because  the 
staff  there  took  care  of  his  wife  and  son  when  they  were  sick.  He  goes  because  of 
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one  doctor  there  who  is  a  good  counselor,  who  monitors  his  lab  work,  his  T-cell 
counts,  and  keeps  him  informed  of  his  health  status,  so  he  can  continue  to  work 
and  support  the  surviving  members  of  his  family. 

A  young  Hispanic  women  from  the  Southwest  with  her  one-year  old  baby  boy — 
both  HIV  positive,  described  how  she  receives  care  and  support  from  a  Title  IV 
funded  program  which  provides  her  family  with  outpatient  care,  a  case  management 
program,  as  well  as  access  to  clinical  research  trials — all  at  one  site.  The  care  pro- 
vided by  the  Title  IV-funded  project  is  family-centered,  it's  coordinated  and  ongoing, 
and  less  fragmented  than  typical  health  care  services. 

The  stories  told  at  the  briefing  deliver  this  message:  the  reauthorization  of  the 
CARE  Act  is  vital  to  the  communities  affected  bv  HIV  and  AIDS.  This  legislation 
has  vastly  improved  the  quality  of  care  received  by  those  living  with  HTV  infection 
and  improved  the  support  to  their  families  and  loved-ones.  The  vast  majority  of 
CARE  Act  clients  do  not  have  private  health  insurance.  Those  clients  who  are  eligi- 
ble for  Medicaid  or  Medicare  may  have  a  year  or  more  waiting  period  before  they 
are  approved.  Disability  claims  in  most  of  the  regions  of  the  country  can  take  longer 
than  a  year.  The  stark  reality  is  that  some  clients  die  before  they  ever  receive  their 
benefits.  Therefore,  many  people  living  with  HIV  and  AIDS  are  dependent  on  the 
Ryan  White  CARE  Act  for  their  survival.  The  CARE  Act  is  the  payor  of  last  resort; 
it  is  in  many  instances  the  payor  of  only  resort.  Behind  ever>'  dollar  that  is  appro- 
priated under  the  Ryan  White  CARE  Act,  there  is  a  face,  like  those  you  have  seen 
today,  and  those  that  testified  at  NORA's  briefing  two  weeks  ago — individuals  and 
families  that  desperately  need  this  continued  support. 

The  NORA  Coalition  has  developed  a  consensus  paper  which  details  a  number  of 
issues  the  Senate  should  consider  for  reauthorization.  I  will  summarize  several  key 
recommendations: 

1.  Dramatic  changes  in  the  structure  of  the  Act  or  funding  formulas  could  have 
a  very  disruptive  impact  on  service  delivery  and,  by  extension,  on  people's  lives  if 
the  changes  are  not  thoughtfully  configured.  The  factors  under  consideration  by  the 
General  Accounting  Office — including  adjustments  for  the  costs  of  medical  care  and 
the  fiscal  capacity  of  cities  and  states  to  support  the  level  of  AIDS  services  needed — 
may  indeed  represent  an  effective  approach.  However,  people  living  with  AIDS 
across  the  country  are  depending  on  the  services  fanded  by  this  program,  and  their 
voices  should  be  heard  and  accounted  for  in  this  discussion  of^  the  formulas.  Al- 
though the  funding  formulas  are  still  undergoing  review  by  NORA,  several  prin- 
ciples should  inform  any  development  of  new  formulas  for  both  Titles  I  and  11. 
NORA  supports  the  principle  that  all  people  with  HIV  disease  are  entitled  to  an  eq- 
uitable baseUne  of  care  and  support  services  regardless  of  where  they  live.  At  the 
same  time,  major  program  disruptions  caused  by  any  substantial  funding  reductions 
to  cities  and  states  are  unwise;  abrupt  breaks  or  shifts  in  funding  could  destroy  pub- 
lic and  private  service  partnerships  carefully  built  over  the  course  of  the  last  five 
years  ol  the  CARE  Act.  Consideration  should  be  given  to  phasing-in  proposed 
changes  in  order  to  minimize  state  and  local  program  disruption. 

2.  People  living  with  HIV  and  AIDS  must  be  allowed  to  include  their  diverse  per- 
spectives in  the  development  of  policies  and  programs  that  affect  their  lives.  As  the 
demographics  of  the  HTV  epidemic  become  more  diverse,  and  as  more  and  more 
disenfranchised  groups  struggle  to  be  heard  in  HlV-related  decision-making,  NORA 
supports  efforts  to  explicitly  strengthen  representation  requirements  at  all  levels  of 
CARE  Act-related  decision  making.  We  support  increased  participation  by  those  who 
are  both  infected  and  affected  by  HIV  disease.  Participation  of  affected  local  popu- 
lations in  the  planning  process  is  critical  to  ensuring  that  the  HIV/AIDS  niedical 
and  support  service  needs  of  diverse  people  living  with  AIDS  in  localities  are  identi- 
fied and  addressed. 

3.  NORA  supports  moving  the  Special  Projects  of  National  Significance  (SPNS) 
out  of  Title  II  into  a  separate  title  (Title  V).  Currently,  SPNS  programs  are  funded 
through  a  10  percent  set  aside  from  Title  11.  Although  there  is  no  functional  link 
with  Title  II,  the  SPNS  program  has  been  an  important  vehicle  for  identifying  and 
evaluating  effective  models  of  providing  various  Kinds  of  services  to  diverse  popu- 
lations. NORA  recommends  that  the  SPNS  title  be  funded  through  a  3  percent  set- 
aside  from  the  other  titles,  up  to  a  cap  of  $25  million.  SPNS  orograms  are  vital  in 
demonstrating  the  effectiveness  of  targeted  programs  to  special  populations.  For  ex- 
ample, the  Native  peoples  of  the  United  States— Native  Americans,  Alaskans  and 
Pacific  Islanders— have  been  hard  hit  by  the  HIV/AIDS  epidemic.  Because  of  the 
unique  legal  and  cultural  statuses  of  these  groups,  they  require  special  attention  to 
ensure  that  the  needs  of  HIV-infected  individuals  in  these  groups  are  addressed. 
NORA  supports  grants  to  promote  continuity  in  the  delivery  of  care  services  to  Na- 
tive peoples  as  part  of  the  SPNS  program. 
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In  summary,  each  of  the  titles  of  the  Act  makes  a  critical  contribution  to  provid- 
ing care  to  people  living  with  HIV  and  AIDS.  The  CARE  Act  has  served  as  an  essen- 
tial part  of  the  safety  net  for  people  with  AIDS.  The  Act  represents  a  flexible,  decen- 
tralized structure  which  recognizes  that  the  HIV/AIDS  epidemic  in  the  United 
States  is  in  fact  a  combination  of  many  local  epidemics  and  that  local  and  state  con- 
trol are  critical  in  the  determination  of  service  needs.  NORA  urges  the  reauthoriza- 
tion of  the  Ryan  White  CARE  Act  early  in  the  104th  Congress  so  the  renewed  au- 
thority is  in  place  in  time  for  the  FY  1996  appropriations  process  already  underway 
in  Congress.  The  services  are  needed  now,  and  they  must  not  be  interrupted.  The 
Ryan  White  CARE  Act  serves,  and  must  continue  to  serve,  as  a  safety  net  for  people 
with  AIDS  into  the  next  century. 

The  Chairman.  Thank  you,  Mr.  Robinson. 

Let  me  start  by  making  a  comment  to  Mayor  Webb.  As  a  mayor, 
I  am  sure  you  are  very  conscious  of  all  the  talk  of  block  grants.  I 
would  just  say  that  I  do  not  support  block  grant  for  the  Ryan 
White  CARE  Act  legislation.  I  think  the  four-title  structure  has 
worked  relatively  well,  and  in  fact  component  parts  are  of  a  block 
grant  nature  in  that  it  allows  for  some  flexibility  in  community- 
based  planning,  which  I  think  has  been  important  and  may  have 
been  a  structure  that  was  ahead  of  itself  as  this  was  tnought 
through.  As  one  of  the  architects  of  it  is  right  here.  Senator  Ken- 
nedy can  answer  better  than  I. 

But  let  me  just  ask  all  of  you,  in  talking  about  the  formula — ^be- 
cause I  do  not  think  we  necessarily  get  hung  up  on  urban  and 
rural.  As  you  point  out,  what  needs  to  be  is  allocation  of  resources 
to  be  helpful  wherever  we  are  dealing  with  the  problems. 

But  the  suggestion  has  been  made  that  we  count  only  living 
cases.  Mr.  Nelson  mentioned  that,  and  the  GAO  report  mentioned 
it.  Would  that  not  make  sense?  Would  anybody  care  to  answer  tat? 

Mr.  Robinson. 

Mr.  Robinson.  Well,  certainly  in  assessing  what  the  needs  are, 
we  are  serving  individuals  who  are  living,  and  that  is  extremely 
important.  I  do  not  think  we  can  totally  discount,  however,  the  im- 
pact that  deaths  from  AIDS  has  on  the  infrastructure.  I  think  the 
information  we  gather  from  that  is  important  in  assessing  the  city's 
or  the  area's  ability  to  respond. 

One  particular  element  that  I  can  think  of  immediately  is  that 
as  we  have  seen  the  AIDS  epidemic  move  into  other  parts  of  our 
community,  we  have  a  growing  group  of  individuals,  of  children, 
who  have  been  orphaned  by  this  disease.  That  is  a  burden  that  will 
continue  far  after  the  death. 

So  I  believe  that  there  are  many  components  that  in  fact  AIDS 
deaths  have  on  any  given  area.  So  that  while  I  believe  we  can  look 
at  strategies  that  come  closer  to  telling  us  exactly  who  is  alive  and 
what  services  we  need,  we  also  have  to  look  back  at  the  history, 
because  that  also  has  components  that  I  believe  are  important. 

The  Chairman.  Dr.  Osbom,  let  me  ask  you,  because  you  have 
been  involved  with  this  for  some  time,  what  about  the  double- 
counting  question? 

Dr.  Osborn.  I  think  we  get  tangled  in  looking  at  these  formulas, 
because  it  is  so  tempting  to  think  of  a  one-to-one-to-one  person 
when  we  want  to  be  thinking  that  way  about  something  as  tragic 
as  this.  But  as  has  been  brought  out  from  time  to  time  tnroughout 
this  hearing,  the  Ryan  White  funds  are  really  intended  to  be 
infrastructural  report  which,  once  that  infrastructure  is  badly 
crushed,  takes  quite  a  lot  of  building. 
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In  fact,  the  metaphor  that  a  number  of  us  used  at  the  time  that 
this  bill  was  initially  being  considered  was  brought  quickly  to  mind 
by  images  of  the  San  Francisco  earthquake  and  the  fact  that  once 
you  had  an  infrastructure  that  was  crushed,  you  now  had  a  very 
serious  problem  in  rebuilding  as  well. 

There  has  been  a  lot  learned  about  how  to  care  for  people  living 
with  HIV  and  AIDS,  so  communities  coming  a  little  later  into  this 
have  had  an  opportunity  to  take  advantage  of  lessons  learned  be- 
fore. 

Dr.  Phil  Lee  was  the  first,  and  I  was  the  second  chairman  of  the 
Robert  Wood  Johnson  National  Advisory  Committee  for  the  AIDS 
Health  Services  Program,  which  fed  a  lot  of  ideas  into  this,  and  it 
is  fascinating  to  see  how  richly  they  have  developed  and  how  much 
we  have  learned.  Dr.  Lee's  comment  that  there  are  100  different 
epidemics  is  very  germane,  because  each  community  responds  with 
different  strengths. 

But  I  think  to  get  too  close  to  a  one  person,  one  unit  of  funding 
idea  is  to  miss  the  fact  that  there  are  very  different  dynamics  and 
that  those  communities  hit  very  early,  as  Mr.  Robinson  says,  have 
tremendous  wastage  in  both  infrastructure  and  in  human  lives  that 
is  not  necessarily  comparable  one-to-one-to-one. 

So  I  would  urge  a  lot  of  caution  in  going  too  tightly  at  a  for- 
mulary approach  to  what  is  indeed  an  underfunded  tragedy. 

The  Chairman.  Well,  I  think  the  GAO  report — Dr.  Scanlon  was 
saying  that  just  counting  per  caseload  really  was  not  the  best  way, 
either.  But  do  you  care  to  comment  on  the  restructuring  suggestion 
that  GAO  made,  or  have  you  thought  enough  about  that? 

Dr.  OsBORN.  I  am  with  Senator  Dodd — I  was  hoping  somebody 
else  would  keep  talking  to  I  could  keep  understanding. 

The  Chairman.  All  right.  Well,  we  still  need  to  understand  that. 

Dr.  OsBORN.  I  think  the  comment  I  would  like  to  make  is  that 
it  is  very  delicate  work.  To  take  something  that  is  working  as  cre- 
atively and  cooperatively  and  well  as  the  current  four-title  struc- 
ture and  revise  it,  it  must  be  done  with  caution  and  in  very 
thoughtful  ways.  Ajid  I  agree  with  I  think  it  was  Mayor  Webb's 
comment,  that  it  needs  to  be  clear  that  it  will  work  in  practice  as 
well  as  in  theory  before  major  changes  are  imposed  on  such  a  vital 
resource. 

It  really  has  been  a  wonderful  innovation  in  finding  less  expen- 
sive and  more  effective  ways  to  deliver  care  to  people  in  this  his- 
toric epidemic. 

The  Chairman.  Mr.  Nelson,  you  had  a  comment? 

Mr.  Nelson.  I  think  that  one  of  the  areas  of  common  ground 
that  I  have  heard  in  this  hearing  this  morning  is  the  fact  that  the 
HIV  epidemic  has  changed  dramatically  over  the  last  5  years  since 
the  CARE  Act  was  begun,  and  that  that  change,  as  this  epidemic 
has  moved  throughout  America  and  into  smaller  cities  and  smaller 
towns  and  even  into  rural  areas,  the  funding  distribution  of  the 
current  formulas  has  not  followed  the  epidemic  as  well  as  it  should 
have. 

Certainly,  our  organization  is  not  suggesting  that  there  be  a  pure 
equity  system.  But  what  we  are  suggesting  is  that  we  need  to  pre- 
pare these  formulas  to  stand  the  test  of  time  over  the  next  5  years, 
and  I  would  submit  that  over  the  next  5  years,  the  dramatic 
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change  of  this  epidemic  will  continue  to  happen.  So  the  issue  of  a 
cumulative  count  versus  a  living  AIDS  count  is  one  that  is  very  im- 
portant. 

I  would  strongly  recommend  that  this  committee  adopt  the  con- 
cept of  a  living  AIDS  count  or  a  formula  that  is  some  kind  of  a  sur- 
rogate for  a  living  AIDS  count,  so  that  this  CARE  Act  is  better  pre- 
pared to  accept  and  move  with  the  changing  demographics  of  this 
disease  over  the  course  of  the  next  5  years.  I  think  it  is  crucial  to 
see  that  that  happens. 

I  think  the  double-counting  issue  that  you  raise  is  one  that  is 
more  difficult  to  address,  and  my  remarks  were  intended  to  say 
that  we  need  to  evaluate  that  very  carefully,  make  some  change 
there  and  reduce  the  double-counting  in  a  way  that  once  again  will 
assure  us  that  the  distribution  of  these  funds  over  the  next  5  years, 
during  years  of  great  change,  will  be  a  distribution  that  will  follow 
the  epidemic  and  deliver  funds  where  people  actually  are  living 
with  HIV  in  the  country. 

The  Chairman.  Mayor  Webb. 

Mayor  Webb.  Senator  Kassebaum,  I  would  like  to  also  say  that 
there  is  a  recent  feeling  among  mayors  across  this  country  starting 
to  feel  like  stepchildren,  and  that  certainly,  on  many  of  these  pro- 
grams that  impact  our  city,  we  want  to  be  included  in  part  of  the 
dialogue. 

We  especially  want  to  be  included  in  dialogue  where  programs 
are  going  to  be  changed  that  we  felt  were  working  and  did  not 
know  they  were  not  working  until  we  heard  that  there  were 
changes  being  proposed. 

I  also  have  just  received  a  letter — and  I  think  that  is  why,  num- 
ber one,  I  appreciate  the  opportunity  to  testify  not  only  this  morn- 
ing, but  I  also  believe  that  that  is  why  there  are  so  many  letters 
from  mayors  across  the  country — I  just  received  another  letter  that 
I  would  also  like  to  enter  into  the  record  from  Mayor  Kurt 
Schmoke,  the  Mayor  of  Baltimore,  MD,  whom  I  am  sure  you  are 
very  familiar  with.  And  I  think  there  are  three  themes  that  run 
through  each  of  the  letters — one,  if  it  is  not  broke,  why  fix  it;  num- 
ber two,  local  control  is  very  important,  and  do  not  burden  us  with 
more  regulation  and  bureaucracy;  and  number  three  is  that  as 
mayors,  also,  the  ability  to  have  input,  and  we  do  not  want  to  have 
constituencies  played  off  against  each  other,  and  we  also  realize  the 
dreadful  nature  of  this  disease  and  the  need  for  additional  support 
for  it,  for  providing  treatment  as  well  as  services  for  it. 

The  Chairman.  Thank  you. 

[The  prepared  statement  of  Mayor  Schmoke  follows:] 
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CITY  OF  BALTIMORE 


KUKT  L.  bCHMOKE.  Mayot 


OFFICE  OF  THE  MAYOR 
250  Oly  Hall 

B«ltimor«,  Wsryloixi  it  202 


February  22,  1999 


Honorable  Nancy  L.  Kaeffebaun 
Coiniaitt««  on  Labor  and  Human  Resourcesi 

United  states  Senate  "-.^ 

SD  428 

Washington,  DC  20510 

Dear  Senator  Kassebaum: 

I  am  writing  on  behalf  of  the  citizen*  of  tha  City  of 
Baltic>ore,  Maryland  to  urge  reauthorization  of  the  Ryan  White  CARE 
Aot  -  Titl«  I/Eligibla  Metropolitian  Aroaa  (EMA«> . 

When  the  CARE  Act  was  first  funded  in  ?V  1991,  sixteen  US 
cities  wera  declared  eligible  for  funding:  today  forty  two  cities 
have  becoma  eligible.  AIDS  serioualy  affects  our  urban 
cotamunitiea :  seventy-two  percent  of  the  AIDS  caseload  nationally 
has  baen  diagnosed  in  tha  Title  1  EMAs, 

Title  1  provides  a  stable  foundation  for  assistance  in  the  moat 
heavily  impacted  metropolitan  areas.  As  tha  AIDS  crisis  continues 
to  unfold  it  will  continue  to  require  the  emergency  relief  that 
Titld  1  provides. 

Thank  you  for  your  commitment  to  reauthorize  all  four  titles 
of  the  CARE  Act  in  a  timely  manner,  as  these  are  all  vital  to  our 
efforts  to  combat  AIDS  and  HIV  Disease, 


Sincerely, 


Mayor 


KLS:scc 


cc:    senator  Barbara  Mikulaki 
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The  Chairman.  Senator  Kennedy. 

Senator  Kennedy.  Thank  you  very  much,  Madam  Chairman. 

I  look  out  into  the  audience,  and  I  see  some  of  the  witnesses  who 
were  on  our  first  panel,  and  I  apologize  for  having  to  go  to  another 
hearing  during  the  course  of  their  testimony,  but  I  want  to  indicate 
to  them  how  much  we  appreciate  their  presence  here. 

We  all  recognize  how  enormously  painful  and  difficult  it  is  for 
people  to  talk  about  their  health  needs  and  the  needs  of  their  loved 
ones  and  their  children,  and  particularly  to  share  that  in  public.  So 
I  want  to  thank  them  very  much  for  their  testimony. 

And  I  want  to  welcome  some  old  friends — Dr.  Osborn,  Mayor 
Webb — and  some  new  ones  on  this  panel.  Dr.  Osborn,  as  the  chair 
pointed  out,  is  one  of  the  real  heroines  in  leadership  on  this  whole 
issue,  and  I  know  Mayor  Webb  has  involved  himself  in  a  very  im- 
portant and  significant  way  in  his  own  community,  and  I  am  grate- 
ful to  the  others  who  have  spoken  as  well. 

I  think  we  have  a  program  that  is  working  well.  I  think  there 
has  been  an  evolution  in  the  AIDS  epidemic,  and  we  want  to  try 
to  increase  the  resources  to  deal  with  it.  But  to  really  get  this  job 
done,  we  are  going  to  have  to  get  national  health  insurance.  We 
have  to  work  to  make  sure  we  are  not  going  to  discriminate  against 
individuals  with  HIV,  and  we  have  been  working  on  that  issue  in 
this  committee,  and  we  have  not  forgotten  that  we  have  to  continue 
the  research.  We  have  to  make  sure  that  we  have  good  health  care 
both  in  the  urban  areas  and  in  the  rural  communities.  This  is 
something  that  we  have  tried  to  focus  on  in  this  committee,  even 
in  our  efforts  in  the  last  session,  to  try  to  make  sure  that  those  in 
the  most  rural  parts  of  the  country  as  well  as  those  in  the  inner 
cities  will  have  their  needs  attended  to. 

We  are  not  at  that  point,  and  it  is  my  regret  that  we  are  not 
there.  And  as  I  mentioned  very  briefly,  we  do  not  have  an  entitle- 
ment program  that  travels  with  an  individual,  we  have  scarce  re- 
sources. I  think  Dr.  Osborn  will  remember  that  we  passed  this  bill 
96-to-4,  I  think,  the  first  time,  and  the  next  year  we  received  very 
little  money.  We  did  not  get  the  resources  we  needed.  It  has  been 
tough  to  get  the  limited  resources  we  have  been  getting.  That  has 
been  a  continuing  battle,  as  Dr.  Osborn  knows,  and  I  give  credit 
to  President  Clinton  for  the  increase  in  resources  in  the  Ryan 
White  bill  for  this  year. 

So  we  have  somewhat  changed  circumstances,  and  we  want  to  be 
responsive  to  that.  One  of  the  saddest  times  I  have  had  in  this 
committee.  Madam  Chairman,  was  when  we  were  trying  to  allocate 
resources  for  the  elderly  between  congregate  sites  and  home  deliv- 
ery sites.  You  could  feed  three  times  as  many  in  the  congregate 
sites,  but  you  had  a  certain  number  of  people  at  the  home  sites. 
So  with  scarce  resources,  shouldn't  you  feed  more  at  one  site,  and 
yet  there  are  so  many  people  in  home  sites  who  need  that  care.  So 
you  are  pitting  poor  people  against  poor  people. 

We  have  a  tough  enough  time  in  this  committee  trying  to  develop 
a  consensus,  but  then  we  have  such  a  tough  time  fighting  for  the 
resources  to  be  able  to  make  it  real. 

So  I  hope  we  are  not  going  to  get  into — and  I  do  not  believe  we 
will — pitting  different  needy  people  in  different  areas  against  each 
other.  We  have  to  try  to  deal  with  this  as  best  we  can  and  with 
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scarce  resources.  I  think  it  is  worthwhile  to  recognize  that  the  pro- 
gram does  work,  but  that  we  are  open  to  looking  at  some  changes. 

We  have  in  our  State,  Madam  Chairman,  Boston,  which  qualifies 
for  emergency  assistance  for  those  inside  and  outside  of  its  imme- 
diate limits,  and  under  the  State  funding,  we  have  the  AZT  pro- 
gram, where  it  is  distributed  to  all;  we  have  a  program  in  terms 
of  COBRA  benefits  so  that  all  workers  in  all  parts  of  the  State, 
rural  areas  and  small  communities  are  helped  by  the  COBRA  ex- 
tension; and  we  have  a  statewide  program  in  terms  of  home  care. 
All  of  that  is  worked  out  for  all  people.  But  you  still  have  the  focus 
and  attention  in  those  areas  with  the  highest  concentration. 

So  there  is  a  balance,  in  a  way,  to  try  to  deal  with  this.  But  as 
we  all  know,  we  do  not  always  get  it  as  well  as  we  should,  and  we 
need  to  improve  and  strengthen  the  existing  programs  to  find  more 
effective  and  efficient  ways  to  balance  what  we  can  do  in  all  States 
and  in  urban  areas. 

So  I  look  forward  to  the  other  information  from  the  GAO.  I  tried 
to  find  out  from  staff  earlier,  when  we  were  having  a  meeting  in 
the  Joint  Economic  Committee  on  the  minimum  wage,  exactly  how 
that  program  was  suggested,  and  I  do  have  some  homework  to  do 
on  that.  But  we  will  work  on  that,  as  well  as  with  Mr.  Nelson,  who 
has  given  us  suggestions  in  the  past  that  we  have  tried  to  incor- 
porate. 

I  want  to  commend  you.  Madam  Chairman.  I  think  we  have 
touched  on  many  different  elements  of  this  whole  challenge,  and 
your  commitment  to  this  particular  program  and  to  seeing  it 
strengthened  and  enhanced,  and  the  bipartisan  effort  we  have  had 


are  always  looking  for  areas  of  common  ground  wherever  we  can 
find  them.  We  hope  we  can  breathe  additional  life  and  hope  into 
meeting  this  extraordinary  human  need. 
I  thank  you  very  much. 

The  Chairman.  Thank  you,  Senator  Kennedy,  and  I  appreciate 
your  coming  back. 

I  very  much  appreciate  this  panel's  observations.  And  to  every- 
one who  is  here,  I  am  very  appreciative  of  the  dedication  and  the 
patience  that  everyone  has  shown  because  I  think  it  is  by  working 
together  that  we  will  continue  to  find  the  answers  that  will  be  most 


[Additional  statements  and  material  submitted  for  the  record  fol- 
lows:] 

Prepared  Statement  of  Margaret  A.  Hamburg,  M.D.,  New  York  City 
Commissioner  of  Health 

As  Commissioner  of  Health  for  New  York  City,  I  am  pleased  to  submit  this  testi- 
mony in  support  of  a  five-year  reauthorization  of  the  Ryan  White  CARE  Act  (the 
CARE  Act).  Our  Department  of  Health  is  the  CARE  Act  Title  I  grantee  for  the  New 
York  Eligible  Metropolitan  Area  (EMA),  which  includes  New  York  City  and  the 
counties  of  Westchester,  Rockland,  and  Putnam  (the  Tri-County  region).  Title  I  has 
been  a  crucial  element  in  our  response  to  an  HIV/AIDS  epidemic  which  is  the  most 
severe  in  the  nation.  It  has  made  possible  a  safety  net  of  services  for  those  children 
and  adults  who  are  most  difficult  to  bring  into  a  network  of  care. 

We  support  the  CARE  Act's  current  four-title  structure,  which  has  been  effective 
in  targeting  Federal  resources  to  the  wide  range  of  needs  created  by  the  HIV/AIDS 
epidemic.  In  particular,  we  support  the  Title  I  funding  mechanism.  Under  the  cur- 
rent legislation,  each  Title  I  EMA  receives  funding  appropriate  to  the  level  of  need 
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and  complexity  of  the  epidemic  in  its  local  area.  Title  I  provides  the  flexibility  both 
to  assist  newly  eligible  metropolitan  areas  with  growing  epidemics  and  to  maintain 
critically  needed  programs  in  areas  of  long  standing.  This  flexibility  to  incorporate 
newly  emerging  crisis  areas  is  one  of  the  most  powerful  features  of  the  CARE  Act. 

Our  Title  I  project  supports  over  300  outpatient  and  conmiunity-based  programs 
that  provide  79  distinct  kinds  of  service.  It  helps  place  AIDS  orphans  in  new  fami- 
lies, assists  persons  with  HIV  to  obtain  prompt  health  care,  provides  access  to  life- 
saving  medications,  supports  substance  abusers  who  are  HIV-infected  to  obtain 
counseling  and  treatment,  delivers  hot  meals  to  homebound  people  with  HIV  and 
AIDS,  and  provides  many  other  critical  services  that  have  blunted  the  impact  of  the 
epidemic. 

Our  Title  I  programs  are  community -based,  support  the  efl'orts  of  HIV-infected 
people  to  remain  in  their  communities,  and  prevent  the  need  for  institutional  and 
hospital  care.  They  also  help  reduce  the  likelihood  of  HIV  transmission  since  partici- 
pation in  services  helps  to  motivate  people  to  practice  safer  behaviors. 

Our  Title  I  program  has  succeeded  in  bringing  together  State  and  City  agencies, 
institutional  providers,  community  agencies,  and  HIV-positive-consumers  in  a  strong 
and  eflective  collaboration.  During  the  last  year,  we  embarked  on  a  collaborative, 
comprehensive  planning  process  that  has  produced  long-range  strategic  plans  for 
HIV  services  in  both  New  York  City  and  the  Tri-County  region.  These  plans  will 
allow  us  to  precisely  target  resources  to  the  communities  most  in  need  of  support 
over  the  next  three  years  and  assure  maximum  eflective  use  of  Title  I  and  other 
funds. 

THE  HIV/aids  epidemic  in  the  new  york  ema 

The  HIV/AIDS  epidemic  in  the  New  York  EMA  presents  the  unique  challenges  to 
service  delivery  that  Title  I  was  designed  to  address.  We  were  one  of  the  first  areas 
of  the  nation  to  be  struck  by  the  AIDS  epidemic.  We  continue  to  be  the  national 
epicenter,  with  a  total  of  17  percent  of  all  AIDS  cases  in  the  50  states,  although 
we  have  just  3  percent  of  the  U.S.  population. 

In  November  1993,  nearly  169,000  people  were  living  with  HIV  in  New  York  City 
and  another  6,560  people  in  the  Tri-County  region,  according  to  the  Health  Systems 
Agency  of  New  York  City,  a  health  planning  organization.  This  number  exceeds  the 
population  of  Providence,  RI,  or  Kansas  City,  KS. 

Among  gay  men  in  New  York  City  alone,  nearly  a  half-million  years  of  potential 
life  have  now  been  lost  to  AIDS.  At  the  same  time,  transmission  of  HFV  through 
injecting  drug  use  and,  for  women,  through  sex  with  infected  male  partners,  is 
steadily  rising.  The  increase  in  these  modes  of  transmission  has  made  our  epidemic 
especially  complex  and  diverse. 

For  example,  women  now  constitute  23  percent  of  all  cumulative  cases  in  the  New 
York  EMA. 

More  than  half  of  the  HIV-infected  women  in  the  EMA  appear  to  be  concentrated 
in  three  poor,  largely  Black  and  Hispanic,  regions — the  South  Bronx,  Central  Brook- 
lyn, and  Upper  Manhattan — where  the  health  care  and  social  service  infrastructure 
requires  continuing  and  increased  support.  Also,  many  HIV-infected  women  are  sin- 
gle parents,  often  with  HIV-infected  cnildren. 

An  estimated  3,700  HIV-infected  infants  and  children  were  estimated  to  be  living 
in  New  York  City  as  of  March  1993.  The  spectrum  and  progression  of  HIV  disease 
in  infants  and  children  is  different  from  that  of  adults  and  requires  specialized  clini- 
cal treatment,  nutritional  programs,  mental  health  services,  home  care,  and  other 
interventions. 

Substance  use  and  tuberculosis  (TB)  are  major  co-epidemics,  complicating  our  ef- 
forts to  respond  to  the  AIDS  crisis.  While  injecting  drug  use  is  now  a  major  mode 
of  transmission  of  HIV,  it  is  just  one  aspect  of  the  substance  use  epidemic.  The  ma- 
jority of  newly  HIV-infected  people  appear  to  be  users  of  a  broad  spectrum  of  sub- 
stances, including  alcohol,  crack  cocaine,  and  others.  The  Title  I  program  has  been 
crucial  in  creating  new  interventions  that  have  brought  people  who  use  drugs  and 
alcohol  into  drug  treatment  and  HFV  care. 

Tuberculosis,  once  thought  to  be  conquered,  resurged  in  our  metropolitan  area  be- 
fore CARE  Act  funding.  TB  is  closely  associated  with  HIV  infection,  with  one-third 
of  all  TB  cases  occurring  in  people  who  have  also  tested  positive  for  HIV.  Many  peo- 
ple with  TB  and  HIV  are  also  homeless,  and  pioneering  approaches  to  service  deliv- 
ery have  been  necessary  to  bring  them  into  a  system  of  care.  Title  I  has  supported 
a  combined  initiative  by  New  York  City  and  New  York  State  to  reduce  TB,  which 
has  been  successful,  contributing  to  a  decline  in  the  total  number  of  TB  cases  re- 
ported in  New  York  City  over  the  last  year.  However,  the  City's  TB  case  rate  is  still 
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four  times  the  national  average,  with  an  estimated  3,235  new  cases  of  active  TB  re- 
ported in  1993.  Continued  support  is  essential  to  meet  this  challenge. 

TITLE  I  IN  THE  NEW  YORK  ELIGIBLE  METROPOLITAN  AREA  CEMA) 

While  New  York  City  and  State  devote  substantial  resources  to  HIV/AIDS  serv- 
ices, most  services  in  our  Title  I  program  cannot  be  supported  by  other  funding 
streams.  Unlike  Medicaid  and  other  local  entitlement  programs.  Title  I  gives  us  the 
flexibility  to  respond  quickly  to  the  shifting  needs  created  by  the  HIV/AIDS  emer- 
gency. 

The  planning  and  administrative  mechanisms  that  guide  our  Title  I  program  are 
now  well-honed  and  have  enabled  us  to  make  impressive  progress  delivering  serv- 
ices in  the  current  fiscal  year.  We  have  doubled  our  Title  I  project  compared  to  the 
previous  year  and  are  reporting  projected  expenditures  this  year  of  at  least  93  per- 
cent of  all  the  Title  I  funds  currently  available  for  services  in  our  EMA.  We  project 
that  in  this  fiscal  year,  we  will  provide  48,000  primary  care  visits  for  HIV-infected 
people.  We  will  deliver  206,000  hot  meals  to  HIV-infected  people  who  are  home- 
bound.  A  few  other  services  we  have  been  able  to  support  with  these  funds  are  as 
follows. 

CHILDREN  ORPHANED  BY  AIDS 

The  New  York  metropolitan  area  leads  the  nation  in  the  number  of  children  or- 
phaned by  AIDS.  In  1993,  the  Orphan  Project,  a  not-for-profit  organization,  found 
that  in  New  York  City  alone,  AIDS  had  orphaned  5,400  children  under  12  and  5,400 
children  between  13  and  17.  We  use  Title  I  funds  to  support  early  permanency  plan- 
ning projects  that  work  with  HIV-infected  parents,  children,  and  prospective  new 
guardians.  Skilled  case  workers  help  families  overcome  resistance  to  facing  a  pro- 
spective death.  They  assist  with  legal  arrangements,  help  identify  new  guardians 
or  adoptive  parents,  and  work  toward  smooth  integration  of  orphaned  children  into 
new  living  situations. 

The  program  director  of  an  adoption  agency  that  has  been  helped  by  Title  I  funds 
to  provide  an  AIDS  Orphans  program  said: 

We  knew  from  our  work  in  communities  with  high  rates  of  AIDS  that  parents 
with  AIDS  needed  the  kind  of  skilled  adoption  counseling  we  could  provide.  We  did 
a  lot  of  outreach  to  overcome  the  initial  resistance  of  providers  and  the  denial  of 
parents.  It  took  us  a  while  but  when  the  response  came,  it  was  fast  and  furious. 
We  got  a  call  from  a  major  hospital  that  had  just  admitted  a  man,  the  single  parent 
of  a  nine-year-old  son.  The  man  went  blind  from  an  AIDS-related  infection  on  the 
day  he  was  admitted.  He  was  d>ang  and  we  had  to  work  very  fast.  Within  forty- 
eight  hours,  we  were  able  to  make  arrangements  with  a  prospective  parent. 

The  work  done  by  this  agency  has  now  resulted  in  a  legal,  court-approved  adop- 
tion for  the  child  by  the  prospective  parent  with  whom  he  was  placed. 

SERVICES  FOR  WOMEN 

Women  represent  nearly  one  in  every  four  HIV-infected  adults  in  our  metropoli- 
tan area.  Because  HIV-infected  women  have  health  needs  that  differ  from  men's  and 
because  they  are  often  single  parents  with  limited  mobility,  special  initiatives  are 
needed  to  assure  that  they  obtain  essential  services.  Title  I  funding  has  been  critical 
in  meeting  this  need. 

For  example,  a  mobile  van  is  now  reaching  HIV-infected  women  in  an  area  of  very 
high  need  in  Central  Brooklyn.  The  van  provides  primary  care,  gynecological  serv- 
ices, prenatal  care,  nutritional  counseling,  and  phlebotomy.  It  parks  at  five  different 
community  and  social  service  agencies,  each  of  which  offers  case  work  and  social 
services  to  the  women  who  obtain  health  care  from  the  van. 

Also,  a  community  site  that  is  convenient  to  where  many  HIV-infected  women  live 
now  offers  a  new  program  that  includes  substance  use  counseling,  case  manage- 
ment, 12-step  groups  that  specialize  in  drug  and  alcohol  problems,  psychological 
counseling,  and  training  in  parenting  skills.  The  agency  carries  on  intensive  aiordi- 
nation  and  follow-up  to  assure  that  HIV-infected  women  in  the  program  obtain  the 
primary  health  care  and  other  social  services  they  need. 

Finally,  in  a  collaborative  effort  with  the  New  York  State  AIDS  Institute,  we  have 
recently  identified  six  facilities  in  poor  New  York  City  neighborhoods  with  high 
numbers  of  HIV-infected  women  to  become  new  or  expanded  sites  for  HIV  primary 
care.  The  programs  now  being  organized  at  these  sites  are  expected  to  ser\'e  over 
700  HIV-infected  persons,  of  whom  a  large  proportion  will  be  women. 
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HIV/SUBSTANCE  USE  TREATMENT  SERVICES 

Before  the  advent  of  Title  I  funding,  most  substance  use  treatment  services  avail- 
able in  our  area  consisted  of  methadone  maintenance,  which  is  ineffective  for  HIV- 
infected  crack/cocaine  users  or  polysubstance  abusers.  Lackinff  access  to  appropriate 
drug  treatment,  HIV-infected  people  would  find  themselves  tarred  from  obtaining 
essential  services,  because  providers  would  not  serve  active  substance  abusers.  We 
have  used  Title  I  funds  to  address  this  problem  by  supporting  a  range  of  new  forms 
of  drug  counseling  and  treatment,  often  in  combination  with  other  HIV-related  serv- 
ices. 

Some  of  our  new  services  are  based  on  a  'liarm  reduction"  model.  This  model  is 
particularly  appropriate  for  HIV-infected  people,  since  it  assists  the  individual  to 
change  a  wide  spectrum  of  unsafe  and  unnealthy  behaviors  at  a  manageable  pace. 
One  successful  'Tiarm  reduction"  initiative  is  a  residential  program  that  serves  HIV- 
infected  individuals  who  have  a  history  of  homelessness  and  substance  use.  Located 
in  a  low  income,  largely  African -American  neighborhood,  this  program  is  part  of  a 
community  that  emphasizes  peer  support  and  self-help.  Residents  have  access  to 
health  care  and  social  services  on  site.  They  also  work  in  the  community,  carrying 
on  construction  or  maintenance  chores  and  preparing  community  meals.  TTiey  learn 
how  to  get  and  hold  jobs  and,  if  they  are  able,  make  the  transition  to  independent, 
permanent  housing. 

Title  I  funds  are  supporting  new  substance  abuse  treatment  programs  at  primary 
care  facilities,  mental  health  centers,  and  multi-service  community  agencies.  Familv 
members  and  significant  others  participate  in  some  programs,  supporting  the  HIV- 
infected  person  to  avoid  drug  use  and  other  unsafe  behaviors.  Other  new  programs 
are  especially  targeted  for  women  who  need  intensive  counseling'  and  services  but 
who  cannot  participate  in  residential  treatment  because  they  are  tne  sole  caretakers 
of  their  children. 

THE  UNINSURED  CARE  POOLS 

The  New  York  EMA  devotes  more  than  20  percent  of  its  Title  I  funding  to  support 
the  HIV  uninsured  care  pools,  a  Statewide  initiative  which  is  also  funded  by  CARE 
Act  Title  II  dollars.  The  pools  assure  that  HIV-infected  people  who  have  limited  or 
no  health  insurance  coverage  have  access  to  ambulatory  care,  pharmaceutical  sup- 
plies, and  home  care.  A  simple  enrollment  process  allows  HIV-infected  people  to  reg- 
ister simultaneously  in  the  three  uninsured  care  pools,  each  of  which  provide  dif- 
ferent services.  People  enrolled  in  the  pools  are  initially  ineligible  for  Medicaid,  but 
are  transferred  out  of  the  pools  and  into  the  Medicaid  reimbursement  stream  as 
thev  meet  the  eligibility  criteria. 

Pharmaceutical  supplies  are  provided  through  the  pool  called  the  AIDS  Drug  As- 
sistance Program  (ADAP)  which  allows  people  to  obtain  HIV-related  drugs  at  par- 
ticipating pharmacies.  CARE  Act  fundingaliowed  ADAP  to  significantly  expand  the 
lifesaving  medications  in  its  formulary.  This  expansion  had  a  major  impact  on  life 
expectancy  of  participants,  with  88.6  percent  of  participants  alive  two  years  after 
enrollment  with  CARE  Act  funds,  compared  to  55.4  percent  alive  after  two  years 
before  the  Title  I  contribution,  according  to  preliminary  findings  in  a  study  by  the 
New  York  State  AIDS  Institute. 

The  ADAP-Plus  pool  was  created  with  CARE  Act  funding  and  has  become  a  na- 
tional model.  It  covers  ambulatory  care  services,  including  primary  care,  HIV  spe- 
cialty care,  treatment  of  non-HIV  illness,  dental  care,  and  nutritional  services. 
ADAP-Plus  has  brought  increased  numbers  of  HIV-infected  people  into  care  at  the 
early  stages  of  the  disease,  when  they  are  asymptomatic  and  services  can  help  their 
efforts  to  remain  selfsufficient  and  maintain  a  reasonable  quality  of  life. 

The  third  pool,  the  HIV  home  care  program,  reduces  the  need  for  hospitalization 
and  institutional  nursing  care  by  covering  home  care  services  for  people  with  ad- 
vanced HIV  illness. 

Enrollment  in  all  three  pools  has  grown  steadily  and  rapidly  and  is  now  beginning 
to  outstrip  the  available  resources,  making  it  particularly  important  to  increase  the 
Title  I  appropriation  to  meet  the  need  throughout  the  State. 

CONCLUSION 

The  Title  I  program  has  operated  in  the  New  York  metropolitan  area  precisely 
as  the  disaster  relief  it  was  designed  to  provide.  It  has  made  possible  a  collaborative 
process  that  quickly  identifies  emerging  needs  and  targets  resources  and  services  to 
meet  them.  Tragically,  though,  the  epidemic  has  continued  to  spread,  both  in  the  i 
number  of  people  affected  and  the  diversity  of  needs  it  has  created.  In  our  metro-  j 
politan  area,  women,  men,  and  children  are  dying  of  AIDS  at  a  higher  rate  than  j 
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ever.  Vfith  no  cure  in  sight,  we  urge  Congress  to  reauthorize  the  four-title  CARE 
Act,  with  continued  strong  support  for  New  York  and  other  metropolitan  areas, 
where  the  crisis  just  grows  greater. 

Eileen  Kelly,  Assistant  Director,  Research  and  Administration 
The  aids  in  Prison  Project  of  the  Osborne  Association 

AIDS  has  hit  New  York  State  harder  than  any  other— the  State  has  borne  nearly 
20  percent  of  the  country's  AIDS  cases.  Not  surprisingly,  there  are  also  more  pris- 
oners living  with  HIV  in  New  York  than  in  any  other  state  prison  system.  Approxi- 
mately 13.8  percent  of  the  state  prison  population,  or  9,000  people,  are  living  with 
the  virus — including  20  percent  of  female  state  prison  inmates.  Nearly  90  percent 
of  AIDS  cases  in  New  York's  prisons  have  been  attributed  to  intravenous  drug  use. 
In  the  New  York  City  jail  system,  blinded  epidemiologic  surveys  have  found  rates 
of  HIV  infection  as  high  as  16  percent  among  men  and  26  percent  among  women. 
These  high-risk  communities  are  not  bound  by  prison  walls.  Approximately  100,00 
men  and  women  pass  through  the  New  York  City  jail  system  annually,  while  over 
30,000  individuals  are  released  from  New  York  State  prisons  each  year. 

In  New  York,  more  than  in  any  other  state,  prisoners  and  former  prisoners  rep- 
resent a  population  at  enormous  risk  of  AIDS/HIV.  Engulfed  in  the  "triple  epidemic" 
of  AIDS/HlV,  substance  abuse,  and  crime,  many  of  these  individuals  have  multiple 
needs  and  face  multiple  crises.  Too  often,  however,  this  population  has  also  been 
overlooked,  slipping  through  the  cracks  of  services  that  provide  AIDS/HIV  preven- 
tion and  care. 

The  Ryan  White  CARE  Act  supports  programs  in  New  York  City  and  State  which 
have  reached  this  uniauely  vulnerable  population.  Specifically,  at  the  Osborne  Asso- 
ciation, funds  from  Title  I  support  the  following  programs: 

El  Rio,  a  day  treatment  and  reporting  center  for  drug-addicted  former  prisoners 
in  the  South  Brorix,  which  is  designed  to  reduce  the  demand  for  jail  space  by  offer- 
ing effective  treatment  for  substance  abusers; 

La  Fuente,  a  low-threshold,  harm-reduction  program  in  the  Bronx  which  provides 
walk -in  services  to  substance  abusing  clients  who  nave  been  involved  in  the  criminal 
justice  system  but  who  are  not  yet  ready  for  intensive  drug  treatment,  and 

LIVING  Well,  a  program  in  the  Bronx  which  provides  intensive  case  management 
and  support  groups  for  HIV-positive  parolees,  as  well  as  HIV  education  and  preven- 
tion services  to  former  prisoners. 

AIDS  cases  in  New  York  are  expected  to  grow  by  65  percent  in  the  coming  year; 
the  epidemic  of  drug  addiction,  and  the  movement  of  thousands  in  and  out  of  pris- 
ons and  jails,  show  no  more  sign  of  abating.  The  Ryan  White  CARE  Act  must  be 
reauthorized  this  year,  and  individuals  involved  in  the  criminal  justice  system  must 
continue  to  be  targeted  for  services.  CARE  Act  funding  formulas  must  not  be 
changed  in  any  way  that  would  reduce  the  funds  provided  to  New  York  State. 

Prepared  Statement  of  Representative  Jerrold  Nadler 

I  am  Representative  Jerrold  Nadler  of  New  York.  I  am  providing  testimony  today 
to  underscore  the  urgency  of  reauthorizing  the  Ryan  White  Care  Act.  For  more  than 
a  decade,  the  devastation  of  the  AIDS  pandemic  has  affected  every  American  com- 
munity and  has  touched  virtually  every  American  in  some  way  personally.  AIDS 
cuts  across  gender,  ethnic,  racial  and  socioeconomic  lines,  and  the  rate  of  increased 
infection  is  alarming.  The  reauthorization  of  the  Ryan  White  Care  Act  is  critical  in 
order  for  AIDS  service  providers  to  continue  to  provide  effective  and  cost-enicient 
HIV-related  medical  and^social  services  that  will  keep  pace  with  this  epidemic. 

Ms.  Chairwoman,  according  to  a  disturbing,  recent  New  York  Times  article, 
"AIDS  has  become  the  leading  cause  of  death  among  all  Americans  aged  25  to  44— 
this  number  has  surpassed  unintentional  injury,  which  dropped  to  second  place  in 
this  age  group." 

Since  AIDS  was  identified  in  the  early  1980's,  more  than440,000  cases  have  been 
documented  and  more  than  250,000  AIDS-related  deaths  have  resulted  in  the  Unit- 
ed States.  Further,  there  are  more  than  1  million  people  who  are  believed  to  be 
HIV-positive  in  the  United  States,  but  have  not  yet  contracted  AIDS. 

The  Congressional  district  I  represent  in  New  York  City  is  among  the  hardest  hit 
by  AIDS.  With  over  65,000  cases  of  AIDS— the  highest  number  of  any  city  in  the 
country— in  fact,  more  than  40,000  more  cases  than  the  next  highest  city,  New  York 
City  has  been  the  city  most  affected  hit  by  a  disease  that  was  been  identified  only 
12  years  ago.  Additionally,  New  York  State,  on  the  whole,  has  approximately  20? 
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of  the  nation's  AIDS  cases,  81,386  cases.  Ryan  White  funding  is  absolutely  vital  to 
many  New  Yorkers  living  with  HIV/AIDS. 

But  the  AIDS  crisis  goes  far  beyond  New  York — Americans  in  communities  across 
the  nation  have  felt  the  effects  of  AIDS  in  some  way, 

Ms.  Chairwoman,  I  would  like  to  urge  that  the  Ryan  White  funding  formula  pre- 
serve fairness  and  reflect  the  respective  needs  of  each  city  and  state's  caseload.  I 
further  urge  that  the  funding  formula  ensure  that  New  York  State  and  New  York 
City  be  provided  with  a  level  of  funding  that  is  adequate  in  order  to  respond  to  a 
health  care  crisis  which  has  hit  New  York  the  hardest  of  all  localities. 

I  recommend  that  you  include  a  number  of  measures  in  the  reauthorization  of  the 
Act: 

1)  Incorporate  co-morbidity  factors  into  the  funding  formula  to  reflect  the  added 
expense  involved  in  caring  for  these  complex  cases.  Among  the  factors  that  should 
be  considered  are  rates  of  TB,  STD's,  substance  abuse,  mental  illness,  and  homeless- 
ness; 

2)  Include  a  measure  of  poverty  in  the  formula  to  gauge  a  state's  capacity  to  fund 
services  locally. 

3)  Provide  a  measure  of  the  cost  of  care  so  that  an  accurate  estimate  of  local  labor 
costs  is  considered;  and 

4)  Employ  a  standard  for  counting  AIDS  cases  that  accurately  estimates  the 
heavy  burden  New  York  carries  in  this  epidemic  relative  to  other  states. 

5)  Above  all  else,  do  not  utilize  a  funding  formula  that  would  pit  care  for  a  person 
with  AIDS  in  one  state  against  care  for  a  person  with  AIDS  in  another  state. 

Furthermore,  I  would  urge  the  Committee  not  to  transform  any  part  of  the  Ryan 
White  Care  Act  funding  into  block  grants. 

While  I  firmly  believe  that  we  should  be  doing  much  more  in  the  way  of  making 
a  much  greater  commitment  to  AIDS  research  than  we  have  in  the  past  in  order 
to  find  a  cure,  in  the  absence  of  a  cure  we  must  secure  adequate  funding  for  health 
care  services  to  those  living  with  this  devastating  disease.  The  proper  and  fair  reau- 
thorization of  the  Ryan  White  Act  is  the  key  to  effectively  accomplishing  this. 

While  I  am  all  too  aware  of  the  competing  federal  budget  demands  we  face  in  the 
Congress,  AIDS  is  an  epidemic  on  the  rise,  and  is  tearing  at  the  basic  composition 
of  our  communities.  We  must  respond  to  this  public  health  crisis  in  the  most  effi- 
cient and  effective  way.  Proper  reauthorization  of  the  Ryan  White  Care  Act,  includ- 
ing a  fair  distribution  of  resources  based  on  areas  of  the  country  that  are  most  se- 
verely hit  is  the  fair  and  appropriate  solution. 

Ms.  Chairwoman,  the  impact  of  the  AIDS  epidemic  is  felt  by  everyone,  from  all 
walks  of  life.  As  the  number  of  people  living  with  HIV  and  AIDS  continues  to  rise 
uncontrollably  and  access  to  private  health  care  remains  an  obstacle  to  treatment, 
Ryan  White  Comprehensive  AIDS  Resources  Act  funds  are  more  critical  than  ever. 
Any  increase  in  Ryan  White  funding  would  help  to  maintain  and  increase  access  to 
a  number  of  programs  which  assist  in  early  intervention  and  health  care  for  thou- 
sands of  Americans  living  with  AIDS.  I  urge  my  colleagues  to  take  a  leadership  role 
on  this  issue  and  support  the  fair  and  proper  reauthorization  of  the  Ryan  White 
Care  Act. 

Prepared  Statement  of  Rev.  Terry  Troia,  Executive  Director,  Project 

Hospitality 

Project  Hospitality  gives  testimony  today  to  urge  Congressional  passage  of  the 
Ryan  White  CARE  Act.  As  the  only  provider  for  homeless  people  in  Staten  Island, 
New  York  and  as  leading  provider  of  persons  with  AIDS  who  are  also  mentally  dis- 
abled, we  plead  with  our  congressional  leaders  to  let  us  continue  to  serve  the  frailest 
and  neediest  of  people  who  are  infected  with  this  virus.  Our  mental  health,  primary 
care,  substance  abuse  and  housing  services  has  served  nearly  500  Staten  Islanders 
infected  with  HIV  over  the  course  of  these  last  years. 

More  than  6,000  Staten  Islanders  are  estimated  to  be  infected  with  the  virus  and 
we  expect  that  our  services  will  be  stretched  beyond  imagination  to  meet  the  des- 
perate and  immediate  needs  of  HIV  infected  persons  in  our  community. 

Millions  of  Americans  nationwide  face  horribly  painful  days  ahead  which  will  lead 
to  swift  and  certain  death  unless  this  legislation  in  passed. 

We  urge  you,  our  Senatorial  leaders  and  especially  our  leaders  from  the  State  of 
New  York,  Senators  Moynihan  and  D'Amato  to  stand  up  as  leaders  in  the  fight  for 
compassionate  care  and  quality  of  life  for  Americans  disabled  by  this  deadly  virus. 

God  demands  no  less  of  us  than  merciful  care  of  the  least  of  us. 
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Prepared  Statement  on  the  Ryan  White  CARE  Act 

An  average  of  200  people  are  diagnosed  with  AIDS  every  day  and  a  recent  report 
estimates  tnat  there  were  40,000  to  50,000  new  HIV  infections  in  the  U.S.  last  year. 
Critical  partners  in  the  fight  against  AIDS  which  are  often  overlooked  are  the  many 
companies  of  the  pharmaceutical  and  biotech  industry,  with  81  companies  searching 
for  better  treatments,  effective  vaccines  and  an  eventual  cure. 

In  1984,  when  the  AIDS  virus  was  identified,  no  effective  medicines  existed.  Pa- 
tients usually  had  only  a  year  or  two  left  to  live.  Today,  AIDS  is  still  a  fatal  disease, 
but  not  the  instant  killer  it  used  to  be.  Now  the  life  span  of  a  person  with  the  HIV 
virus  is  often  10  years  or  more  after  infection  has  occurred. 

Twenty-six  new  drugs  have  now  been  approved  for  AIDS  and  AIDS-related  condi- 
tions— an  increase  of  17  since  1989.  The  number  of  research-based  pharmaceutical 
companies  committed  to  AIDS  drug  development  has  more  than  doubled  over  the 
last  five  years— from  39  in  1989  to  81  in  1994. 

The  dedication  to  helping  people  living  with  HIV,  AIDS  takes  many  forms.  There 
are  over  60  pharmaceutical  company  programs  that  provide  drugs  to  patients  who 
otherwise  could  not  afibrd  them.  This  includes  those  patients  who  do  not  yet  meet 
the  low-income  qualifications  of  state  AIDS  drug  assistance  programs  under  the 
Ryan  White  CARE  Act. 

There  has  been  an  ongoing  coordinated  efibrt  between  pharmaceutical  companies 
and  the  National  Institutes  of  Health  cooperating  for  research  to  find  treatments, 
vaccines  and  a  cure  for  this  disease. 

It  is  in  this  context  that  the  following  members  of  the  pharmaceutical  industry 
wish  to  add  their  strong  support  to  the  reauthorization  of  the  Ryan  White  CARE 
Act,  and  urge  all  Members  of  the  U.S.  Congress  to  vote  in  favor  of  reauthorization. 

Burroughs  Wellcome  Co.,  North  Carouna  and  Rhode  Island 

Biotechnology  Industry  Organization,  Washington,  DC. 

Bristol-Myers  Squibb,  New  York 

Hoechst-Roussel  Pharmaceuticals,  New  Jersey 

Hoffmann-La  Roche  Inc.,  New  Jersey 

Merck  &  Co.,  Inc.,  New  Jersey 

Serono  Laboratories,  Massachusetts 
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Oemond  Housing 


for  Homeless  People 
Living  witli  AIDS  &  HIV 


Written  Testimony  for  the  Senate  Labor  and  Human  Relations  Committee 
Provided  by  Keith  Cyiar 
Co-Executive  Director,  Housing  Works,  Inc. 

Wednesday,  February  22, 1995 

Housing  Works  is  a  New  York  City-based,  minority-controlled,  not-for-profit 
organization  dedicated  to  providing  housmg  and  supportive  services  to  homeless 
men,  women  and  children  widi  AIDS  and  HTV-related  illness  with  the  goal  of 
helping  them  stabilize  their  lives  and  regain  their  places  within  the  community. 
Without  the  Ryan  White  CARE  Act,  we  would  not  have  the  kind  of  infrastructure 
and  service  base  needed  to  carry  out  this  goal.  Since  the  Act  was  first  authorized  in 
1990,  the  services  that  had  been  provided  by  states  and  cities  have  been  extended, 
and  efficient,  innovative  prevention  programs  and  services  for  people  with  AIDS 
and  HIV  have  been  implemented.  Housing  Works  offers  the  following  direct 
services: 


•  the  placement  of  clients  wrestling  with-  homelessness,  mental  illness  and/or 
chemical  dependence  in  safe,  permanent  supportive  housing; 

•  preventive  health  education  and  strategies  based  on  the  Harm  Reduction 
model,  which  stresses  developing  approaches  that  minimize  the  harmful 
effects  of  drug  usage  and  HIV; 

•  the  provision  of  counseling,  job  training,  and  other  supportive  services 
designed  to  increase  clients'  capacity  to  handle  stress  and  cope  with  daily 
challenges;  ' 

•  and  advocacy  on  behalf  of  clients,  helping  :hem  assert  their  right 

The  Unmet  Need 

Over  40,000  homeless  people  are  currently  living  with  HIV  on  New  York  City 
streets  or  in  health-threatening  congregate  shelters.  An  estimated  16,000  of  these 
are  living  with  hiU-blown  AIDS.  Housing  Works  cannot  meet  this  need  alone,  but 
we  have  successfully  utilized  Ryan  White  CARE  Act  funds  creatively  to  develop 
programs  for  homeless  and  at-nsk  people  with  HIV  and  .A.IDS.  This  organization 
is  a  proven  model  for  meeting  the  needs  of  this  enormous  population.  Housing 
Works  has  used  Ryan  White  hmds  to  become  the  largest  orovider  of  COBRA  case 
management  m  New  York  City  and  has  provided  much  needed  mental  health 
services  to  a  population  that  conventional  mental  health  service  providers  have 
refused  to  treat. 

Harm  reduction,  while  still  in  its  infancy,  has  proven  to  be  an  extremely  effective 
vehicle  m  the  prevention  of  the  spread  of  HIV,  providing  a  tiransition  for  active 
users  who  are  not  yet  ready  for  traditional  drug  treatment. 
Housing  Works  provides  housing  for  over  500  people,  and  our  program  staff  are 
currenttly  workmg  witii  approximately  950  homeless  people  who  are  awaiting 
permanent  residential  placement.  While  die  need  remains  overwhelming  tlie 
Ryan  White  CARE  Act  has  forced  a  range  of  providers  to  coordinate  their 
provision  ot  services.  The  result  has  been  a  weH  articulated  and  efficient  svstem  of 
service  dehvery. 
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Founded  m  1990,  Housing  Works  is  an  organization  dedicated  to  serving  homeless 
and  at-risk  people  mtli  AIDS  and  HIV,  a  population  whom  few  can  or  will  serve.  It 
is  now  the  largest  provider  of  housing  and  supportive  services  for  people  with 
AIDS  in  New  York  City.    Since  operung  our  first  client  service  office  in  1991, 
Housmg  Works  has  located  or  obtained  housmg  for  more  than  750  people,  and 
other  services  have  been  provided  to  several  thousand  additional  clients  who  were 
awaitmg  permanent  housmg  placement.  Housmg  Works  now  serves  as  a  national 
model  for  dealing  with  the  twm  crises  of  AIDS  and  homeiessness,  one  that  is 
already  being  replicated  m  other  aties.  Over  S1.5  million  of  Ryan  White  CARE  Act 
funding  last  year  alone  has  helped  Housmg  Works  provide  the  much  needed 
services  cvtrrendy  offered. 

Cqre  Qigpt  geyvicgs 

Housing  Works'  experience  has  shown  that  appropriate,  supportive  housing  is  an 
essential  requirement  for  helping  people  living  with  .AIDS  and  HIV  meet  their 
health  care  and  social  service  needs.  'ATien  housing  is  supplemented  with  case 
management,  close  medical  monitoring,  mental  health  and  other  services,  most 
people  living  with  AIDS  and  HTV  can  achieve  independence  within  the 
community.  In  so  doing,  they  regain  control  over  their  lives.  To  assist  this 
population.  Housing  Works  provides  the  foUowmg  core  client  services: 

Intake  Services      The  Intake  Program  provides  mitial  screening  and  evaluation 
for  people  with  AIDS  and  HTV  who  are  homeless  or  at  risk  of  homeiessness;  it 
determmes  eligibility  for  housmg  ana  other  entitlements  and  assists  clients  in 
securing  them;  and  provides  emergency  relief.  The  Intake  Program  has  now 
worked  with  over  2,300  households,  including  more  than  3,100  individuals. 

Supportive  Housing  Housmg  Works  has  two  core  housmg  programs  which 
currently  manage  approximately  375  apartments: 

The  Scattered-Site  Housing  Program  provides  housmg  and  intensive 
supportive  services  to  persons  and  families  with  AIDS  (as  defined  by  the 
federal  Centers  for  Disease  Control)  who  also  experience  chronic  mental 
illness  and/or  chemical  dependence.  Housmg  Works  has  placed  more  than 
200  people  through  dais  program  -  47%  men,  21%  women  and  32%  children. 
There  is  also  a  40-unit  scattered  site  housing  program  specifically  designed  for 
people  co-infected  with  HIV  and  TB.  Ryan  White  Title  I  funds  provide  2  staff 
lines  for  every  20  apartment  units  which  represents  five  families  and  15 
single  persons,  and  diey  provide  everything  from  bereavement  counseling  to 
drug  treatment,  depending  on  the  program  .  Housing  Works  uses  its  staff 
lines  to  provide  support  and  recreational  groups  for  our  clients  in  the 
scattered  site  program. 

The  Independent  Living  Program  (IIP)     The  ILP  program  provides  an 
identical  range  of  services  to  people  with  HIV-relatea  illnesses  who  do  not 
meet  the  CDC  criteria  for  AIDS.  This  program  serves  a  particularly  high 
percentage  of  women,  because  many  HIV-reiated  illnesses  expenenced  by 
women  are  not  currently  recognized  by  the  CDC  as  part  of  the  AIDS 
syndrome.  To  date,  Housmg  Works  has  placed  some  200  people  in  ILP 
apartments,  of  whom  25%  are  men,  37%  women  and  38%  children.  The  ILP 
rerlects  a  uiuque  combination  of  city,  state  and  private  funding,  while  Ryan 
White  mnds  are  utilized  to  fill  the  gaps  created  by  those  funding  sources. 

Supportive  Services 

As  clients  are  rehoused,  they  often  seek  additional  services  to  assist  them  in 
addressing  issues  that  may  have  led  to  their  homeiessness.  Housing  Works  now 
offers  such  services  as: 
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Harm  Reduction  Center,  This  program  provides  needle  exchange,  risk 
reduction  and  treatmf?nt  readiness  counseling,  and  treatment  placement  for 
chemically-dependent  people  with  AIDS  and  HTV  and  their  families;  our 
needle  exchange  is  one  of  seven  legally  sanctioned  in  New  York  State  and  is 
funded  by  the  State  Department  of  Health's  AIDS  Institute. 
Ryan  White  provides  after  care  relapse  prevention  counseling  for 
individuals  post  rehabilitative  drug  treatment  and  treatment  readiness  for 
persons  not  committed  to  traditional  drug  treatment. 

Mental  Health  Program,  which  provides  mental  health  services  assessment 
and  placement;  which  provides  mental  health  assessment,  .reatment,  and 
referral,  funded  through  Ryan  White,  to  Housmg  Works  clients  through  a 
formal  linkage  with  the  New  York  State  Psychiatric  Institute  Washington 
Heights  Community  Service.  This  recent  affiliation,  as  wpil  as  the  addition  of 
a  psvcinatrist,  two  full-dme  mental  health  nurses  and  a  social  worker  to  the 
Housmg  Works  staff,  has  enabled  our  program  to  identify  a  wide  spectrum  of 

mental  health  needs.  Mental  illness,  which  can  interfere  with  stable  housing, 
is  now  carefully  identified  at  Housing  Works;  medication  treatment  and 
group  therapy  are  provided  on  site,  and  referrals  to  public  and  private  mental 
health  agencies  are  provided  as  appropnate.  Housmg  Works  is  moving 
toward  a  permanent  funding  stream  for  these  services  by  obtaining  an  Article 
31  mental  health  clinic  license  which  is  pending  approval. 

job  Training  Program  (JTP),  This  is  one  of  only  two  programs  like  it  in  New 
York  State  and  one  of  the  few  in  the  country,  which  offers  clients  the 
opportunity  to  develop  work  readiness  skills  for  such  positions  as  peer 
counselor,  peer  group  leader,  receptionist,  office  assistant,  typist,  data  entry 
person,  janitor,  mamtenance  and  warehouse  assistant.  JTP  is  a  life  changing 
program  wfuch  has  become  a  life  line  for  many  people  who  desparately  need 
a  real  chance  to  reenter  the  workforce.  We  train  these  clients,  momtor  their 
progress  and,  in  many  instances,  hire  them  here  at  Housing  Works.  This 
program  does  not  utilize  Ryan  White  fimding. 

Thanks  to  Supportive  Services,  Group  Support  Services  Program,  offers 
twelve  different  task-oriented  support  groups  (e.g.,  Nutntional  Support, 
Women's  Supp  Tt,  Parents'  Support)  to  encourage  people  to  repair  their 
lives. 

New  Comprehensive  TB  Services  Program  This  is  for  the  25%  of  our  clients 
who  are  dually  infected  with  HTV  and  TB.  This  program  uses  Title  I  and  Title 
11  runding  to  provide  supportive  services  and  housing  for  people  with  TB 
and  AIDS.  This  is  an  example  of  the  state  and  city  combinmg  Title  I  and  Title 
n  funds  to  create  ways  to  address  the  unique  needs  of  PWAs  co-infected  with 
TB.  These  clients  are  identified  through  acute  care  hospital  programs  and 
then  integrated  into  our  community-based  program,  introducing  them  to  a 
coordinated  care  enviromnent.  Through  DOT  and  DOPT  therapy,  nutritional 
support  and  counseling  services.  Housing  Works  clients  maintain  and 
complete  a  very  difficult  course  of  therapy.  TB/HTV  patients  must  receive  TB 
medication^  for  one  year,  .iousmg  Works  creates  the  social  supp-^-irts  needed 
to  help  these  clients  complete  these  difficult  regimes. 

Housmg  Works  also  maintains  formal  linkage  agreements  with  over  40  orher 
service  providers  m  New  York  City  for  a  broad  range  of  additional  services.  These 
parmerships  are  a  direct  result  of  Ryan  White  CARE  Act  funding  and  would  be 
impossible  to  establish  without  it. 

Advocacy  and  Public  Policy 

Through  the  Advocacy  &  Public  Policv  Program,  Housing  Works  advocates  on 
benaif  or  individual  clients  and  works  for  the  systemic  changes  necessary  to  make 
decent  housing  a  reality  for  ail  homeless  persons  livmg  with  AIDS  and  HIV. 
Housing  Works  staff  attorneys  are  currently  litigating  two  cases  involving 
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homeiessness  and  AIDS  and  are  actively  involved  in  the  development  of 
government  policies  and  legislation. 

In  addition,  clients  also  receive  assistance  with  personal  legal  advocacy,  including 
advice  or  counsel;  settlement  negotiation;  and  representation  in  administrative 
hearings  or  court  proceedings. 

This  extensive  array  of  services  has  come  as  a  direct  result  of  the  infrastructural  and 
service  assistance  provided  by  Ryan  White  funding.  The  Ryan  White  CARE  Act  is 
central  to  the  sur\'ival  of  people  iiving  with  .AIDS  and  HIV.  We  have  attached 
personal  statements  from  Housmg  Works  clients  to  further  illustrate  the 
importance  of  this  funding  stream.  Some  of  these  clients  met  us  at  4  a.m  this 
morrong  to  travel  to  Washington  for  today's  hearmg.  Some  of  them  are  ill,  but 
they  realize  how  important  the  Ryan  VVhite  CARE  Act  of  1990  is  to  their  survival. 
This  IS  the  time  for  Congress  to  strengthen  the  Ryan  \ATiite  CARE  Act.  It  must  be 
reauthorized  as  quickly  as  possible  and  funded  at  levels  which  directly  reflect 
Congress'  'onderstanding  that  the  Act  is  necessary'  to  mamtain  the  continuum  of 
care  established  m  cines  and  states  throughout  tfiis  country.  - 
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Story  summary  hy  phoio^ruphtr  (.  urclina  Kroon 

Housing  Works  Theater  Program: 

Women  and  their  Children  Living  with  HIV  and  AIDS. 


Women  with  AiDS  oanicipate  m  a  uniaue  iheater  program  through  Housing  Works  in 
New  York-  City.  Housing  '-.Vorks  in  a  communis,'  based,  minonrv  controlled  not  for  profit 
organizauon  that  provides  housing,  suoporuvc  services  and  advocacy  for  homeless  families  and 
individuals  living  with  AIDS  and  HIV.  As  parr  of  a  healing  process,  clients  ^v^te  cheirlife  stoiy 
and  wnte  ietiers  to  ioved  ones  to  read  after  thev  have  died.  For  most,  wnting  about  thems^elvcs  - 
and  their  feelings  is  a  noveip.-  and  has  proven  to  he  a  verv  healing  proce.ss.  Victona  iMcElwayne! 
director  of  the  theater  program,  scnpis  the  life  stones  mt^.  a  play  and  each  actor  "piavs" 
themselves  in  a  stage  production. 

Four  productions  have  been  staged  in  N' YC  theaters  thus  far ,  including  the  Ohio 
Theater,  National  Shakespeare  Conservaioiv.  ana  the  Circle  Rcpencry  Theater.  Tne  mo.sr  recent 
production.  After  Us,  perfomned  ai  the  Circle  Repenon'  Theater,  was  an  ail  woman  cast  with 
many  of  their  female  children  who  were  aiio  mvoived  in  the  ^^'^lmg  of  the  play.  The  audience 
consists  mamiy  of -iieir  Housing  Works  peers  ana  starf.  giving  them  an  additional  amount  of 
support  and  empathy  a.s  well  as  a  sense  oi  i-cif-cmpowermeni  m  their  struggles  \vith  dealing  with 
HIV  and  AIDS  in  their  daiiy  lives. 

The  Housmg  Worics  Theater  Group  wa^  staned  in  1992  by  director.  Victoria  McElwa^ne, 
as  a  pan  ot  their  Harm  Reauction  Frogram.  I;.":  main  goals  arc  to  provide  a  .structured,  stable 
environment  for  the  clients  who  are  ail  either  active  or  recovenna  dru^  users.  The  program 
encourages  self-healing  and  provides  a  vehicle  for  the  individual  to  think  about  where  they  have 
come  from,  where  they  are  now  and  how  thev  are  livmg  wth  HIV  and  AIDS. 

Carolina  rCiooTi  has  boent  ihe  oast  year  woricing  with  the  women  involved  in  the  program. 
EncloseQ  is  a  selection  ofher  photographv. 
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"Aftor  Ufl^^  Whcrt  Follows? 

Circle  Rep,  as  well  as  Broadway 
Cares/Equity  Fights  AIDS,  are  to  be  commended 
and  encouraged  ^ith  their  undertakings.  Way  ahead 
in  the-dfrvclopment  of  theater  that  made  us  aware  of 
the  AIDS  crisis,  CRC  has  continued  the  traditioa 
They  look  on  a  project  thai  other  organizations 
would  possibly  not  lake  a  chance  wiUi.  Jointly 
Housing  Works  Inc.  and  First  Hand  Theater 
Company's  production  of  AfieT  f/j  is  to  be 
recognized  as  one  of  the  few  Uieater  pieces  that 
directly  addresses  the  AIDS  crisis  as  it  affects 
wbraen  and  children,  in  itself  a  long  overdue 
i  uridertaking.  The  fact  thai  it  was  also  written  and 
Cperfomed  by  women  with  AIDS/HIV  deserves 
much'respecL  '  "~ 

The  faa  thai  there  were  csily  five 
performances  ^iven  at  the  end T>f  March,  and  this 
was  noi  pan  ot  Circle  Rep's  season  (but  sponsored 
m  pan  by  them)  was  noi  noticeable.  The  same 
professionalism  thai  we  have  come  to  expect  and 
acknowledge  from  this  theater  was  completely 
evident  in  this  production. 

The  novel  and  well-utilized  set  design  by 
Aaron  KeppeL  lit  with  sensitivity  by  James  Laizel, 
enhanced  the  acting  of  this  cast,  passionately 
direaed  by  Viaoria  McElwaine.  The  cast  twelve 
women  playmg  characters  between  the  ages  of  six 
and  thirry-five,  performed  with  heartfelt  knowledge. 
The  innocence  of  the  children's  characters,  and  the 
realization  thai  these  women  were,  making  a  better 
life  for  them  and  the  world  ai  large  was  moving  by 
itself.  We  were  introduced  to  a  senes  of  life  stories 
and  how  each  of  these  women's  lives  intercon- 
nected in  various  and  unusual  ways.  How  the 
moment  thai  each  found  out  the  status  of  their  health 
was  recaptured  for.ihe  audience  with  one  line  that 
became  a  choral  round/chant:  "I  froze  when  he  (the 
doctor)  told  me  I  was  positive."  Even  though  we 
may  ail  feel  we  have  some  idea  of  the  initai 
devastation  thai  AIDS  brings  to  its'victims,  we  all 
received  new  insight,  and  our  own  problems  pale 
by  comparison. 

Each  of  these  women  are  miracles,  as 
wntery  and  actresses,  and  each  member  of  this 
remarkable  cast  shone  in  their  owti  light. .N'oie- 
worthy.  nowever.  were  Sheila  Ames  and  Maria 
.A-nderson  in  parucular,  wiih  a^eai  vocal  control 
and  presence — hope  to  see  other  performances  of 
theirs.  And  Carxlis  Karen  Abbruzzio  delivered  a 
performance  of  pure  poetry. 

Having  exp«ienced  this  electrifying 
evemng  of  theater,  one  can  only  hope  thai  After  Us 
will  be  senously  considered  for  Circle  Rep's  next 
season  and  that  the  show's  triumphant  and  yet 
devastating  message  will  have  more  exposure  and 
impaa. 


— C.  W.  Bradford 
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SPECIAL  REPORT  OtV  CITY  GOVERNMEVT 

Part  1:  Uncivil  Service  12 
Mayor  Giaiiani  claim*  he  wanu  to  strengthen  the  core  functioni  of 
government  by  piu^guif  the  hoiea  in  Nevr  York  City's  leaky  ihip  oi  state. 
Wto'a  likely  to  get  thrown  overboard?  Women  and  children  first. 

by  James  Bradley 

Part  2:  Balance  of  Power  18 
"^en  Rudy  took  oifice.  he  knevr  he  wa»  going  to  have  to  tango  across 
the  city's  budget  gap.  But  there's  more  tiian  one  way  to  tango:  A  Cuy 
Limiu  primer  on  balancing  the  budget.  by  Robert  KoUeer 
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Blessings  in  Disguise  6 
The  ihenire  project  at  Housing  '^orka  is  teaching  audiences  about 
homdessaess  and  AIDS.  It's  teaching  cast  members  about  themselves. 

6v  WUliam  Harris 
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Bucking  the  Odds  3 
By  moat  definitions,  venture  capital  investment  funds  are  tools  for 
ultra-high-risk  speculation.  5o  how  can  they  help  the  neighborhood? 

by  Kim  ,\'auer 

Business  as  Usual  24 
Vhen  it  comes  to  city  contractuie  procedures,  critics  say  it's  the 
spirit,  not  the  letter  oi  the  law  that's  being  violated.  Either  way,  it's 
costing  us  millions  of  dollars.  by  John  G'dmore 
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Blessings  in  Disguise 

A  theater  project  is  transforming  the  lives  of  homeless 
people  living  with  AIDS  and  HIV. 


I was  so  happy  to  ba 
born.  "  began  Pauline 
Jones,  dunng  a  recent 
perfonnanca  of  the  rock 
gospel  musical.  "Release 
Me."  at  St.  Peter's  Church  in 
the  Citicorp  Building.  "My 
mother  and  father  thought 
tiat  I  would  be  a  boy.  be- 
cause they  really  wanted  a 
boy.  But  I'm  a  girl....  .-Kt  the 
age  of  seven,  my  father  start- 
ed coming  into  my  room 
every  night  to  lay  with  me. 
Ho  told  me  that  if  I  ever  told 
anyone,  he  would  hurt  me 
and  my  family.  So  I  never 
told  anyone.  He  kept  on  rap- 
ing me  until  he  made  me 
pregnant  at  the  age  of  15....  I 
wantsd  to  tell  my  mother  it  was  his, 
but  iidn't.  So  I  earned  the  baoy  and 
turned  to  drugs,  which  seemea  to  be 
the  only  way  out." 

Jones  delivered  these  autobiograph- 
ical lines  vifith  a  cool  matter-of-factness, 
making  the  horror  of  her  childhood 
even  more  emotionally  resonant  Yet 
she  is  not  a  professional  actress.  Jones 
is  a  client  of  Housing  Works,  the  four- 
year-old  nonprofit  organization  devot- 
ed to  Housing,  advocacy  and  services 
for  homeless  people  iivmg  with  AIDS 
and  HFV.  Housing  Works  is  not  only 
serving  this  marginalized  group,  many 
of  whom  are  still  active  drug  users;  it 
is  also  giving  them  a  voice  through  its 
theater  protect,  directed  by  Victoria 
McElwaine. 

To  be  sure,  it  is  a  potent  voice.  Jones 
is  just  one  of  14  cast  members  wth  a 
powerful  story  to  tell.  Roger  Steele  re- 
membered losing  his  job.  his  place  to 
stay  and  all  of  his  material  possessions 
in  '.he  course  of  one  week.  Isabel 
Sanchez  told  jf  how  her  father  died 
w.-ien  she  was  seven,  the  .same  year  she 
staned  niffing  moael  airplane  glue. 
She  grauuated  to  heroin  at  age  nine. 
Tony  lames  spoke  >ii  how  his  father 
left  the  day  he  was  brought  home  from 
the  hospital.  His  mother  subsequently 
went  to  jail  and  he  became  q  ward  of 
the  state,  institutionalized  for  0  years. 

Each  described  the  tin  they 
learned  ihey  had  been  infected  with 


HIV,  how  they  survived  being  home- 
less on  the  streets  and  how  they  were 
treated  by  passersby.  Some  of  these  ob- 
servatioas  were  funny;  most  were  har- 
rowing. Yet  ultimately,  "Release  Me" 
was  an  affirmation  of  being  alive  and  a 
celebration  of  community  building. 
Columnist  Amy  Pagnozzi  of  The  New 
York  Post  wrote:  "What's  it  about? 
Drugs.  Drunkenness.  Degradation. 
Prostitution.  Rape.  Rejection.  Incest. 
AIDS.  I  kid  you  not  when  I  tell  you  it 
is  the  happiest  show  in  town. ' 

The  Process 

"Release  Me."  wntten  entirely  by 
the  cast  and  developed  over  a  ux- 
month  rehearsal  penod,  is  a  collage  of 
images  and  anecdotes,  punctuated  by 
Harry  C.  S.  Wingiield's  songs  and 
stitched  together  by  director  McEl- 
waine. It  ran  for  eight,  mostly  sold-oui 
performances  over  two  weekends  last 
November.  For  many  in  the  cast,  those 
performances  provided  an  opportunity 
to  be  reunited  with  their  families  for 
the  first  lime  in  years.  It  is  hopea  thai 
the  production  will  be  performed  for 
New  York  State  officials  m  February, 
followed  by  a  performance  m  Wash- 
ington. D.C.  There  have  also  been  pre- 
liminary discussions  about  building 
another  piece  in  conjunction  with  the 
New  York  Shakespeare  Festival. 

Putting  on  a  good  show  is  rewarding 
Imt  somewhat  beside  the  point,  says 


By  William  Harris 


McElwaine.  Ths  theater  pro- 
ject,  she  says,   is  about 
providing  Housing  Works 
clients  with  a  structure  that 
can  help  them  take  control  of 
their  lives.  "It's  not  the  play 
that's  so  important."  she  said 
during  a  recent  interview  at 
the  organization's  Soho  of- 
fices, '  s  much  as  the  experi- 
ence for  me  people— the  re- 
hearsal process  and  the  expe- 
rience of  getting  out  there 
,  and  talking  about  themselves 
I  and  letting  people  see  that 
I  they  are  r^  people  with  real 
I  lives,  feelings,  backgrounds 
and  families. ' 

Somewhat  by  accident. 
McElwamo  also  discovered 
that  putting  on  plays  helps  Housing 
Works  clients  develop  skills  that  are 
useful  outside  the  rehearsal  studio.  If 
people  can  commit  to  spending  six 
moiiths  creating  a  project,  for  instance, 
they  can  also  learn  to  keep  doctors'  ap- 
pointments or  to  take  their  medicines. 
These  seemmgiy  simple  tasks  can  be 
overwhelming  for  a  person  who  has 
spent  the  night  in  the  subway,  say.  or 
for  someone  shooting  drugs. 

Teaching  people  to  be  less  self-de- 
structive :ails  into  the  broad  category 
known  as  harm  reduction.  In  its  sim- 
plest form,  harm  reduction  is  about 
teacning  people  how  to  use  drugs  safe- 
ly o  that  they  do  the  least  amount  of 
harm  to  themselves  and  to  others. 
Usmc  clean  needles  to  prevent  HIV 
and  other  infections  is  an  obvious  ex- 
ample. For  McElwame.  harm  reduc- 
tion IS  also  about  creating  a  situation 
that  is  stimulating  and  fun. 

.\s  seven  members  of  the  "Release 
Me '  cast  assemble  in  a  conference 
room  at  Housing  Works  a  month  after 
the  performances,  the  affection  they 
feel  for  each  other  is  palpable:  their 
comments  are  often  interrupted  by 
laughter  or  applause  from  one  another, 
with  the  occasional  "  Amen  '  thrown  m 
for  good  measure.  Only  at  the  end  does 
one  of  the  cast  rr.ombers  start  to  cry. 
saadened  by  the  .ict  that  the  group, 
wnich  had  woricea  so  closely  together 
for  .0  long,  is  now  dispersed. 
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Each  speaks  about  why  they  wanted 
to  be  m  "Release  Me. " 

•The  play  gave  me  a  chance  to  deal 
with  a  lot  of  feelings  that  !  had  sup- 
pressed." says  Idell  Gillard.  The 
group  bonded,  and  it  became  like  a 
support  group.  It  took  up  a  lot  of  my 
time,  and  it  was  something  construc- 
tive that  I  wanted  to  complete.  I  can  be 
my  own  worst  enemy  with  a  big  block 
of  time  on  my  hands." 

"I  saw  it  as  a  chance  to  learn  more 
about  the  theater  and  to  involve  myself 
with  other  clients"  says  Steele,  a  client 
who  recently,  after  competing  the  or- 
ganization's job  training  program,  has 
joined  the  Housing  Works  staff.  "As  a 
person  living  with  the  HIV  virus,  it 
was  also  a  great  opportunity  to  get  in 
touch  with  how  I  feel  about  being  HIV 
posiuve.  it's  a  fight  not  to  isolate  my- 
self with  this  virus." 

"This  show  gave  me  the  opportunity 
to  tell  my  life  story. '  adds  James.  "That 
I  am  black,  gay,  have  the  virus  and  was 
bom  deaf.  It  was  a  way  to  tell  other 
people  that  you  don't  have  to  worry 
that  there  ain't  no  help.  There  is  help." 

We're  Artists,  Too 

The  theater  project  was  bora  two 
years  ago,  shortly  after  McElwaine 
came  to  Housing  Works  to  manage  its 
contracts  department.  Back  then,  the 
organization  was  fighting  to  obtain 
community  board  approval  to  trans- 
form a  building  on  Grand  and  Greenp 
Streets  into  a  client  residence.  During 
strategy  discussions  wuh  the  organiza- 
tion's executive  directors,  McElwaine 
suggested  that  instead  of  having  the 
staxf  plead  Housing  Works'  case,  why 
not  create  theater  pieces  and  let  the 
clients  speak  for  themselves? 

"There  was  a  lot  of  local  opposition 
to  our  opening  a  residence  in  Soho. ' 
she  recalls.  Their  main  argument 
was.  'This  is  Soho.  and  if  we're  going 
to  have  an  AIDS  center  here,  it  must  be 
for  anists.'  We  took  the  stand  that 
we're  artists,  too.  Whether  or  not  we're 
professional,  our  art  is  vital  and  real. 
We  created  a  piece  callea  'A  Common 
Ground.'  which  was  about  twentv-five 
minutes  long.  In  the  process  of  getting 
to  production,  we  discovered  enor- 
mous benefits  for  the  performers  that 
we  hadn't  really  thought  about.  We  no- 
ticed people  who  had  participated 
were  maintaining  npartments  longer 
and  having  a  ~ot  Tinre  control  over 
drug  use  andbecomiii!-  mon-  mvniv.- 
more  ciear  and  .-,:iu.,.,.,te  ..noui  .vl;  • 
their  rights  were.' 


Housing  Works  never  acquired  com- 
munity board  permission  for  the 
Greene  Street  residence,  although  it 
has  subsequently  located  a  space — and 
won  approval — for  a  residence  on  East 
Ninth  Street.  But  the  efficacy  of  the 
theater  project  as  both  an  advocacy 
and  therapeutic  tool  had  been  estab- 
lished. Since  1992.  there  have  been 
three  other  shows:  "You  and  Me." 
"After  Us.'  featuring  women  living 
with  AIDS  and  their  daughters,  and 
"Release  Me."  Auditions  for  the  next 
production  will  be  held  January  U. 

.Auditions  are  something  of  a  formal- 
i'v;  .McElwaine  will  cast  anyone  who 
snows  up.  "Release  Ma"  began  with  a 
cast  of  27:  only  14  people  ended  up  in 
the  show.  People  drop  out  along  the 
way  for  various  reasons,  often  because 
of  their  illness.  For  the  most  part,  peo- 
ple are  expected  to  show  up  regularly 
for  rehearsals  and  to  be  on  time,  if  they 
have  too  many  unexcused  absences, 
th"-  are  asked  to  leave  the  production. 

try  to  keep  it  as  traditional  as  pos- 
sioie, "  says  McElwaine.  "I  want  them 
to  oe  familiar  with  the  vocabulary  of  a 
regular  rehearsal,  the  limitations  and 
the  tools  of  regular  theater.  It  has  a  clin- 
ical value,  but  it  is  not  a  clinical  pro- 
gram. Nor  is  it  a  group  session:  they're 
not  going  to  discuss  what  happened 
that  day.  It's  task-onented.  They"re 
going  to  work  on  a  project  and  they 

have  HIV.  I  ^ 
:  oper.efl  up 

will  make  it  happen  and  we  will  per- 
form It  and  we  will  have  an  audience. ' 

Although  the  rehearsal  process  re- 
sembles that  of  any  experimental  the- 
ater production  where  the  script  is  cre- 
ated collectively.  McElwaine  points 
out  that  it  IS  not  easy.  In  addition  to  en- 
couraging people  to  talk  about  difficult 
issues,  life  and  death  and  ail  kinds  of 
trauma,  she  is  also  dealing  with  the 
tensions  amongst  the  Housing  Works 
clients  themselves.  The  fact  that  some 
.ire  gay  and  some  are  straight  is  the 
!t;.ist  of  her  oroblems.  Some  ':lients  are 
ill II  using  Drugs  and  other  are  in  re- 
covery: some  have  founu  housing 
while  others  still  live  in  shelters  or  on 
the  streets:  some  are  sick  wuh  AIDS 
while  others  remain  asymptomatic. 

"Some  cast  members  get  :nad  and 
want  to  leave, "  she  says.  "But  pan  oi 


harm  reduction,  part  of  my  job,  is  to 
create  an  environment  whore  you  in- 
teract comfortably." 

McElwaine  hopes  to  build  on  the 
performance  success — and  to  keep 
people  involved — by  instituting  a  se- 
ries of  theater  classes  such  as  move- 
ment, speech  and  singmg.  Eventually, 
she  hopes  also  to  involve  the  clients  in 
all  aspects  of  designing,  building  and 
maintaining  the  productions. 

'The  nature  of  the  process  and  our 
objectives  are  becoming  more  and 
more  clear,"'  she  says.  "These  are  not 
necessanly  political  objectives.... 
They  re  about  an  opportunity  for  our 
clients  to  do  something  for  themselves, 
to  take  a  look  at  themselves  and  to 
finally  be  given  a  forum  for  claiming 
space.  Its  about  awakening  self-esteem, 
and  it  works." 

Saved  My  Life 

it  has  also  given  them  a  different 
perspective  on  AIDS.  "I  was  glad  to  go 
onstage  and  tell  people  I  have  HTV," 
says  isabel  Sanchez.  "I  wanted  to 
know  how  many  hearts  I  opened  up  or 
how  many  cans  of  worms.  Sometimes. 
I  say  that  this  disease  has  been  a  bless- 
ing in  disguise.  If  I  hadn't  accepted  the 
fact  that  I  have  the  virus.  I  would  have 
been  out  'here  killing  myself." 

"'1  feei  the  same  way,"  adds  Karyn 
Peiia.  "':  isn't  a  death  sentence.  This 


how  many  he.:rts 


disease  saved  my  life.  I  was  homeless, 

I  was  shooting  heroin,  I  wasn't  hus- 
tling, out  1  was  sticking  up  drug  dealers 
and  I  was  going  to  get  killed  eventual- 
ly. When  I  found  out  I  had  the  virus,  I. 
came  straight  to  Housing  Works.  I  now 
have  my  mother  and  daughter  and 
grandchild  back  in  my  life." 

"We're  ail  survivors, "  Steele  says. 
''We"re  surviving  this  virus,  although 
we  know  people  who  haven"t  changed 
their  lifestyle,  who  are  still  out  there 
getting  high  and  drinking.  We  also 
know  people  who  have  died.  One  of 
r:vj  best  reasons  for  having  a  theater 
;roup  if  we  all  got  to  know  each  other 
and  became  friends."  □ 

Willi-.m  Hams  writes  frequently  for 
ihe  .-.ns  6r  Leisure  section  o/ The  New 
York  Timas. 


"\  was  qiaii  ^  y.   r:5:tcn3  and  teM  neonie  ^ 


:;'T5v  cans  of  worms." 
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Ronald  M.  Roweil  MPH 
Executive  Director 
National  Native  American  AIDS  Prevention  Center 
Oakland,  California 

My  name  is  Ron  Roweil  and  I  am  Executive  Director  of  the  National  Native  American  AIDS 
Prevention  Center  in  Oakland,  California.  I  am  a  tribal  citizen  of  the  Choctaw  Nation  of 
Oklahoma.  I  received  my  master's  degree  in  public  health  from  the  University  of  California  at 
Berkeley  in  1978.  Prior  to  my  present  position  I  was  the  Coordinator  of  the  HIV  Antibody 
Testing  Program  for  the  San  Francisco  Department  of  Public  Health.  I  currently  serve  also  as 
Chair  of  the  Board  of  Directors  of  Friendship  House  Association  of  American  Indians,  a 
residential  drug  and  alcohol  treatment  program  for  Native  Americans  in  San  Francisco.  The 
National  Native  American  AIDS  Prevention  Center,  a  Native  American  governed  and  operated 
non-profit  corporation,  was  founded  in  1987  to  assist  Native  communities  around  the  country  to 
develop  responses  to  the  threat  posed  by  the  spread  of  HTV.  I  am  proud  to  say  that  it  is  the  first 
national  Native  American  health  program  ever  funded  entirely  outside  the  traditional  Indian 
bureaucracy.  In  1992,  the  Center  expanded  to  include  case  management  services  for  Native 
Americans  living  with  HTV  and  AIDS,  first  in  Oklahoma  and  now  in  several  sites  throughout  the 
country. 

My  purpose  in  submitting  this  testimony  is  to  inform  you  of  the  importance  of  the  Ryan  White 
Act  to  services  for  Native  Americans  with  HTV/AIDS.  It  is  also  important  that  you  understand 
how  this  Act  reaches  those  in  need  in  Native  America. 

First,  some  background  information  on  the  AIDS  epidemic  among  Native  Americans  may  be 
helpfiil.  The  last  report  from  the  Centers  for  Disease  Control  and  Prevention  (CDC)  issued  in 
mid- 1994  showed  there  were  close  to  a  thousand  reported  and  verified  diagnosed  cases  (if  AIDS 
among  Native  Americans.  We  do  not  know  how  many  Native  Americans  are  infected  with  HIV. 
A  report  issued  by  the  CDC  and  the  Indian  Health  Service  in  1993  on  a  national  blinded 
seroprevalence  survey  estimated  that  already  in  mid- 1991  there  were  between  1200  and  4000 
Native  Americans  with  HIV  infection.  The  growth  in  Native  American  AIDS  cases  between 
1992  and  '  993  was  larger  than  for  any  other  ethnic  group.  Such  information  should  not  be 
surprising  for  anyone  who  is  aware  of  the  overall  health  status  of  Native  Americans,  the 
enormous  problems  we  face  related  to  substance  abuse,  and  high  rates  of  both  sexually- 
transmitted  diseases  and  teen  pregnancy. 
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The  first  point  I  wish  to  make  and  that  must  clearly  be  understood  is  that  the  only  AIDS  services 
money  going  to  support  services  for  Native  Americans  with  HIV/ AIDS  comes  from  the  Ryan 
White  Act.  The  Indian  Health  Service  AIDS  budget  does  not  fund  services,  only  prevention  and 
administration.  At  one  point,  IHS  was  using  a  portion  of  their  line-item  AIDS  budget  to  support 
the  bulk  purchasing,  warehousing  and  distribution  of  drugs  most  often  used  to  fight  opportunistic 
infections  in  people  living  with  HIV/ AIDS.  Due  to  an  administrative  decision,  that  program  has 
been  discontinued.  At  least  one  IHS  facility  in  Oklahoma  has  begun  to  suggest  to  patients  with 
HTV  that  they  should  go  to  public  hospitals  since  IHS  will  be  unable  to  take  care  of  them 
properly.  EHS  has  not  taken  a  leadership  role  with  insuring  adequate  care  for  people  with 
HTV/ ADDS.  That  effort  has  come  fi-om  the  Native  American  private,  non-profit  sector  with 
fiinding  fi-om  Ryan  White.  ^ 

Ryan  White  supports  Native  American  programs  in  three  ways:  through  the  Special  Projects  of 
National  Significance  Program  (SPNS)  in  Title  11;  through  Title  I  money  to  impacted  cities;  and 
through  Title  II  fimds  to  states.  Information  is  currently  unavailable  to  determine  what  Native 
American  programs  are  supported  by  Title  II  through  states.  As  far  as  I  have  been  able  to 
determine  firom  discussions  with  HRSA  there  is  only  one.  There  may  be  more,  but  I  am  certain 
there  are  only  a  very  few.  Six  of  the  42  Title  I  cities  fiind  Native  American  AIDS  support 
services  programs:  San  Francisco,  San  Diego,  Denver,  Kansas  City,  New  York  and  Phoenix  at  a 
total  amount  of  S503,000.  The  SPNS  program  funds  12  sites,  ten  of  these  for  case  management 
services.  These  sites  include  Honolulu;  Phoenix;  the  Navajo  Nation;  Robeson  County,  NC,  the 
state  of  Oklahoma;  Milwaukee;  Minneapolis/St.Paul;  Seattle;  Kansas  City;  and  New  York  City. 
Two  other  small  projects  are  funded  to  support  the  integration  of  traditional  Native  healers  into 
care  and  a  Native  American  people  living  with  AIDS  self-help  organization,  Positively  Native. 
These  funds  amount  to  $1.4  million.  From  this  network  of  sites  a  national  database  of 
information  on  Native  American  AIDS  cases  has  been  developed  that  is  beginning  to  give  us 
better  information  about  this  population.  We  hope  that  this  information  will  allow  us  to  focus 
our  efforts  and  our  resources  where  they  are  most  needed. 

Some  initial  information  is  already  available.  Of  161  individuals  in  the  system  as  of  January  3 1, 
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1995,  82%  were  male  and  18%  female.  Their  ages  ranged  from  one  year  old  to  the  late  50's. 
Fifty-five  percent  were  in  fair  to  poor  health.  Forty-six  percent  received  Medicaid  benefits,  9% 
had  Medicare,  7%  had  private  insurance  and  2%  received  veteran's  benefits.  Fifty-seven  percent 
seek  care  through  the  Indian  Health  Service,  43%  get  care  at  a  public  hospital,  19%  use  a  private 
physician,  14%  a  traditional  healer,  10%  emergency  rooms  and  7%  urban  Indian  clinics  (clients 
seek  care  from  more  than  one  site  so  these  percentages  equal  more  than  100).  Close  to  a  third 
have  a  history  of  mental  illness,  two-thirds  have  a  history  of  alcohol  abuse  and  a  little  over  half  a 
history  of  drug  abuse.  Similarly,  close  to  a  third  of  the  clients  have  a  history  of  homelessness. 
Taken  together  this  information  tells  us  that  in  general.  Native  Americans  with  AIDS  are  poor, 
rely  upon  IHS  and  the  public  sector  for  care,  and  face  multiple  problems  in  their  lives,  not  just 
AIDS.  * 

Reauthorization  of  Ryan  White  is  critical.  However,  two  things  need  to  be  done  to  improve  the 
legislation.  First,  Native  American  programs  must  be  given  a  home  in  the  legislation.  We  are 
proposing  that  this  be  done  through  the  Special  Projects  of  National  Significance  section  of  the 
bill  and  that  the  SPNS  program  be  defined  so  that  this  may  occur.  Currently,  the  legislation 
appears  to  make  SPNS-flinded  programs  temporary  research  projects  only.  Ye  believe  Native 
Americans  are  by  definition  a  "special  project  of  national  significance"  and  that  given  the 
investment  of  time  and  energy  already  expended  by  HRSA  staff  for  the  past  several  years  to 
solicit  input  from  all  over  Native  America  this  makes  most  sense  as  a  "home"  in  the  bill. 
Second,  tribes  must  be  given  a  mechanism  to  apply  for  Ryan  White  support  directly  from  within 
Title  n  without  having  to  go  through  states.  As  more  tribes  choose  to  compact  with  the  U.S. 
Government  for  health  services,  this  will  become  more  and  more  important  in  all  health 
legislation.  I  regret  to  say  that  the  vast  majority  of  tribes  have  not  yet  recognized  the  scope  of 
the  problem  they  are  facing,  nor  have  they  begun  to  plan  for  the  financial  impact  AIDS  will  have 
on  their  health  budgets.  Nevertheless,  there  must  be  somewhere  for  them  to  go  when  they  do. 

We  strongly  support  the  reauthorization  of  Ryan  White  and  the  inclusion  of  Native  Americans  in 
the  legislation.  Appropriations  to  adequately  support  the  reauthorization  are  equally  important.  I 
urge  you  to  insure  that  Native  America  is  included  in  your  deliberations.  Thank  you. 


125 


126 


127 


128 


Idell  Gillard 

My  name  is  Idell  Gillard.  For  3  1/2  years  I  was  on  a  methadone  maintenance 
program.  During  this  time,  I  used  no  other  drugs,  and  tested  HTV  negative  in  the 
seroprevalence  study  in  which  I  was  enrolled. 

My  husband  died  in  July  of  1988,  from  asthma  related  conditions.  He  was  not  HIV 
positive.  Due  to  the  emotional  stress  related  to  his  death,  I  began  injecting  heroin 
and  cocaine.  Not  soon  after  these  events,  I  was  forced  to  give  up  my  college 
education.  I  lost  my  children,  my  apartment,  and  ultimately  my  self  esteem. 

On  September  2,  1992,  I  tested  HIV  positive.  In  1993,  I  made  a  decision  to  stay 
abstinent  from  drugs. 

I  am  a  client  at  Housing  Works,  and  I  participate  in  the  Harm  Reduction  Program, 
Women's  group,  and  the  Job  Training  program,  and  I  am  an  actress  in  the  Theater 
Project. 

I  have  regained  custody  of  one  of  my  beautiful  sons,  and  I  am  in  the  process  of 
getting  the  other  two  home  with  me.  I  pay  my  bills,  I  am  a  great  mom,  and  I  feel 
better  than  I  have  ever  felt  before. 

Sometimes  I  wonder-if  I  had  known  that  there  was  a  place  to  get  clean,  sterile 
injection  equipment,  would  I  have  gotten  HIV? 

If  I  had  someone  to  show  me  how  to  budget  my  monthly  income— would  I  have 
become  homeless? 

If  I  knew  there  was  an  agency  that  worked  with  active  users— would  I  have  felt  as 
isolated  and  ashamed  as  I  did?? 

I  am  extremely  concerned  about  my  peers  and  strangers  that  are  in  the  same 
b  tuation.  These  active  users  desperately  need  Harm  Reduction  and  Needle 
Exchange  programs,  because  nobody,  and  I  mean  nobody  else  wants  them.  They 
need  clean  needles,  until  they  are  ready  to  quit.  As  long  as  injecting  drug  users 
have  the  same  injecting  equipment,  it  will  be  passed  around  again  and  again,  and 
more  people  will  be  infected.  As  long  as  drug  users  and  people  with  .AIDS/  HIV  are 
discrimmated  against,  the  streets  of  this  state  will  be  Lined  with  the  homeless. 

As  long  as  uncaring  child  welfare  systems  workers  are  employed,  children  will  be 
torn  away  from  their  parents. 

The  programs  that  have  helped  me  to  live  with  HIV  are  funded  by  the  Ryan  White 
money.  Other  Ryan  White  tunded  programs  educate  people  and  prevent  them 
from  getting  HTV. 

People  like  me  need  to  be  told  we  are  worth  saving.  I  believe  I  am,  and  I  am  asking 
you  to  please  implement  a  generous  budget  and  engage  your  constituents  in  non- 
judgmental  treatment  of  drug  users  and  people  with  .AIDS/HIV. 

Harm  Reduction  programs  are  viable  and  effective  methods  with  which  to  engage  a 
population  that  society  has  deemed  useless.  Thank  you 

Look  At  Me!!!!! 


I  am  a  productive  member  of  society. 


Idell  Gillard 
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Rene  Romero 

Translation 

My  name  is  Rene,  I  am  55  years  old.  1  came  to  this  country  in  1980, 
and  worked  various  jobs. 

in  1 987  I  started  to  use  drugs  (cocaine  base,  crack)  and  ultimately 
was  using  drug  to  the  max.  I  was  sexual  promiscuous  with  many  women 
without  practicing  safe  sex.  I  do  not  know  who  could  have  transmitted  the 
HIV  disease  to  me;  but  in  actuality  it  is  not  important. 

On  January,  1 991 , 1  took  the  test  for  HIV  and  the  results  were  positive. 

I  was  retained  by  immigration,  INS,  for  three  years  and  two  months 
because  I  am  Cuban.  I  was  located  in  different  federal  prisons,  Terre 
Haute,  IN  (United  States  Penitentiary),  Bastrop,  TX  (Federal  Correctional 
Institution  -  FCl),  Englewood,  CO  (FCI)  until  I  was  liberated  on  September 
19,  1994. 

Because  I  was  HIV  positive  I  felt  rejected  by  everyone  around  me. 

On  January,  1995, 1  became  homeless,  and  I  began  to  seek  help  to 
solve  my  problems  with  Housing,  Public  Assistance  and  Medicaid; 
searching  for  various  agencies  that  offered  help  for  cases  similar  to  my 
own,  until  a  social  worker  sent  me  to:  Housing  Works.  Where  I  was  very 
well  attended  to  and  I  have,  again,  begun  to  believe  in  hopes  that  1  had 
previously  lost. 

I  believe  now  that  I  can  resolve  my  actual  problem  and  1  have 
obtained  the  necessary  help  to  find  residence  and  other  needed  services 
provided  by  this  agency:  Housing  Works.  This  agency  can  help  make 
available  to  ot  .ers,  similar  to  myself,  their  badly  needed  services. 

Thanks  to  the  Federal  Governments  economical  support  such  as, 
The  Ryan  White  Care  Act,  people  who  need  all  types  of  benefits,  without 
racial,  sex,  age,  religion,  or  sexual  orientation  discrimination,  have  been 
served  by  organizations  similar  to  Housing  Works. 

I  attest  today  February  21 ,  1 995, 


Rene  Romero 
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Cecilia  Carrion 

I  came  from  Puerto  Rico  2  years  ago  with  my  husband  and  two  children  (one  is  six 
years  old  and  the  other  is  seven)  when  my  ex-husband  was  expelled  from  the  police 
force  because  he  tested  positive  to  a  daig  test.  Due  to  this  experience  I  believed  he 
stopped  using  heroin;  however,  behind  my  back  he  continued  the  use  of  heroin. 

On  April,  1994,  while  cleaning  the  house.l  found  his  needles,  and  when  I  confronted 
him  he  confessed  to  using  dmgs  since  the  late  60's.  Since  April  I  have  supported  him 
through  three  rehabilitation  treatments  which  he  abandoned;  later  he  tested  HIV+. 

On  June  27,  1994  I  tested  HIV+.  Since  then  my  life  has  changed  drastically.  My 
husband  and  I  are  now  separated.  My  children  are  not  HIV+. 

To  date.  I  have  not  informed  my  family  (my  parents  and  siblings)  of  my  status  because 
I  do  not  want  to  be  disowned.  When  I  seek  medical  services,  it  is  very  embarrassing. 
People  treat  me  as  if  I  were  less  than  human.  I  am  constantly  fearful  for  my  future  and 
that  of  my  children.  However,  1  have  not  given  up  hope. 

Thank  God  I  have  an  organization  like  Housing  Wori<s.  Housing  Wori<s  has  given  me 
my  present  house  through  the  Independent  Living  Program  which  is  funded  by  Ryan 
White  money.  1  have  child  care  which  helps  ensure  my  participation  in  the  Job 
Training  Program.  Because  of  these  opportunities  I  feel  strong  enough  to  fight  for  the 
nghts  of  people  with  AIDS  and  HIV. 

One  point  I  want  to  stress  it  that  AIDS  and  HIV  is  not  a  social  economic  problem  -  like 
much  of  the  government  wishes  to  present  -  it's  a  problem  of  life  and  death! 


Kenneth 

My  name  is  Kenny.  In  1987 1  was  diagnosed  as  being  HIV  positive.  For  most  of  my 
life,  untii  1992,  I  worked  as  a  printer,  and  since  1992  I  have  been  a  client  of  the 
Division  of  AIDS  services  in  New  York.  I  am  also  collecting  benefits  (SSI  and  SSD) 
because  of  the  breakdown  of  my  health.  I  was  close  to  living  on  the  street  after  I  lost 
my  job,  but  I  got  a  hotel  room  with  the  help  of  Emergency  Assistance  and  then  I  got 
my  own  place  through  Housmg  Placement  Assistance. 

Now  I've  become  a  client  at  Housing  Works,  which  is  helping  me  find  another 
place  because  the  landlord  keeps  raising  the  rent.  I  pay  10%  of  the  rent  on  a  small 
studio,  and  SSI  pays  the  rest.  When  I  first  moved  in  two  years  ago,  I  paid  $165;  then 
it  went  up  to  S200  and  now  to  $225.  That's  a  big  part  of  the  assistance  I  get,  I  need  to 
pay  my  other  bills  and  buy  things  I  need  to  live.  I  need  Housing  Placement 
Assistance  to  get  and  keep  housmg:  because  I  need  support  and  can't  own  my  own 
apartment,  these  services  are  very  important. 

I  have  been  very  concerned  about  the  cutbacks  that  will  affect  not  only  me  but 
others  like  me.     I  have  also  been  helped  by  Harm  Reduction  and  TB  Education 
Programs.   I  am  very  afraid  that  I  will  not  live  as  long  because  of  these  cutbacks. 

My  brother  just  died  from  AIDS  in  July  of  1994.  I  need  the  groups  that  give  me  and 
others  support  and  a  shoulder  to  lean  on  in  very  difficult  citrcumstances.  We  do 
not  need  more  stress  than  what  we  already  have  to  handle,  so  I  ask  you  to  consider 
how  it  feels  to  be  in  a  life-chreatemng  situation  and  to  please  reauthorize  the  Ryan 
White  Funding. 

Thank  you. 
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rebruars-  13.  :995 
Manm  Seig-Ross.  M.D. 

Han  Office  Building  — 
Senate  Laoor  s.  Human  Resources 
Room  335 

Washiington.  D.C.  20510 
RE:  R\-an  White  Care  Act 
Dear  Dr.  Sieg-Ross: 

I  have  enclosed  v'-ritten  testimon>"  that  I  wish  to  be  ente-  ^d  into  the  record  for  the  hearing 
scheduied  on  Februar>-  22.  1995  of  the  Senate  Labor  an^  Human  Resources  Committee.  I 
appreciate  your  efforts  in  making  sure  that  this  legislatR>n  is  passed  in  the  104th  Congress.  I 
have  included  several  of  my  concerns  regarding  this  legislation  and  the  formula  funding  now 
being  considered  for  Title  I  and  II.  I  also  had  the  privilege  of  speaidng  at  the  Senate  Bnefmg  for 
Title  II.  but  aid  not  have  the  opporTunit\'  to  introduce  myself  to  you. 

.1  would  like  to  voice  a  concern  that  I  am  havmg  regarding  the  hearmg  for  February  22.  1995.  It 
is  my  understanding  that  the  only  person  asked  to  speak  for  Title  II  issues  from  the  community 
perspective  has  been  the  Campaign  for  Fairness  Director.  Doug  Nelson.  Mr.  Nelson  I'm  sure  is 
quite  capable  of  rer.resenting  his  constituency  in  Title  il.  but  he  is  -loi  representative  of  the 
majontN-  opinion  .  ^garaing  Title  II.  I  urge  you  in  the  sii.<e  or  -aimess  to  include  someone  to 
counter-balance  Mr.  Nelson's  testimony  so  that  both  siaes  o    'lis  issue  may  be  adequ.=tely 
represented.  I  am  making  this  request  because  1  want  the  co.:imittee  to  understand  that  not 
ever>  one  m  Title  II  areas  are  in  agreement  with  ail  of  Mr.  Neison's  opinions. 

I  would  also  like  to  suggest  that  closer  attention  be  paid  to  Non-EMA  areas  in  states  with 
EMA's.  Missouri  for  instance  has  two  Title  I  E\:a's  but  also  has  23  %  of  its  cases  in  Non-EMA 
areas.  Some  of  the  current  proposals  would  hurt  Non-EMA  areas  in  states  like  Missouri. 

Thank  you  again  for  your  effons  in  helping  to  pass  this  legislation  through  the  Senate. 


Sincerely, 


David  Peters 
E.xecutive  Director 
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David  Peters 

AIDS  Project  of  the  Ozarks 
1901-D  E.Bennett 
Springfield,  iMO  65804 

As  Executive  Director  of  AIDS  Project  of  the  Ozarks  and  as  President  of  the  Missouri 
AIDS  Council,  I  David  Peters,  do  hereby  submit  the  following  testimony  for  the  record 
and  ask  for  all  remarks  ''O  be  included  in  the  record. 

The  reauthorization  of  the  Ryan  White  Comprehensive  Area  Resources  Emergency  Act  is 
vital  to  the  delivery  of  services  to  persons  living  with  HIV  infection  and  AIDS.  Without 
this  valuable  resource  many  Americans  living  with  HIV  Disease  would  be  without  basic 
medical  and  support  services  necessary  for  their  survival.  I  strongly  suppon  this 
legislation  and  urge  members  of  Congress  to  support  its  reauthorization.  The  legislation 
is  needed  in  all  areas  of  the  country  including  rural  and  urban  areas.  It  is  important  to 
remember  that  no  matter  where  a  person  with  HIV  Disease  lives  there  should  be  equal 
access  to  services.  Over  the  past  five  years  organizations  such  as  AIDS  Project  of  the 
Ozarks  has  received  Ryan  White  Funding  that  has  enabled  our  agency  to  serve  over  400 
persons  living  with  HIV/ AIDS  in  a  29  county  area  of  which  25  counties  are  non- 
metropolitan  statistical  areas. 

Ryan  White  has  enabled  us  to  provide  a  myriad  of  services  including  primary  medical 
care,  medications,  mental  health  services,  nutritional  services,  food,  emergency 
assistance,  durable  medical  equipment,  medical  supplies,  substance  abuse  counseling, 
transponation,  home  health  care,  and  other  services  necessary  for  people  living  with 
HIV/ AIDS.  This  legislation  has  vastly  improved  the  quality  of  care  received  by  people 
with  this  disease  and  support  for  their  families  and  friends. 

Currently  AIDS  Project  of  the  Ozarks  receives  Title  III  (b)  funds  in  addition  to  Title  II 
fimds.  Our  agency  has  seen  our  caseload  triple  over  the  past  three  years  from  a  caseload 
of  55  to  over  200.  Many  of  our  clients  are  physically  unable  to  work.  Out  of  200  plus 
clients  we  currently  serve  only  5  have  private  health  insurance.  Those  clients  who  are 
eligible  for  Medicaid  or  Medicare  may  have  a  year  or  more  waiting  period  before  they  are 
approved.  Disability  claims  in  Missouri  can  and  have  take  longer  than  a  year.  The  stark 
reality  is  that  some  clients  die  before  they  ever  receive  their  benefits.  Many  people  living 
with  this  reality  are  dependent  on  Ryan  White  for  survival.  Ryan  White  ftmds  often  fill 
in  the  gap  for  persons  waiting  for  Social  Security  and  Medicaid.  Even  Medicaid  and 
Medicare  have  their  limitations  and  many  important  services  i.;re  not  available  under  these 
programs  including  nutrition,  transportation,  and  mental  healtli~all  of  which  Ryan  White 
Provides.  Ryan  White  is  the  payer  of  last  resort  and  in  many  cases  is  the  payer  of  only 
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sole  resort.  Not  only  is  the  reauthorization  of  this  act  extremely  important,  but  there  are 
some  changes  that  need  to  be  made  as  well. 

There  has  been  much  talk  both  in  and  out  of  the  beltway  regarding  the  current  title 
structure  in  the  CARE  Act.  iMost  of  this  conversation  has  taken  place  surrounding  the 
Title  I  and  Title  II.  Since  Title  I  funds  only  go  to  eligible  metropolitan  areas  (EMA's),  I 
feel  unqualified  to  comment  on  funding  formulas  affecting  Title  I  areas,  for  my  agency 
does  not  serve  an  EMA.  I  would  like  to  place  a  greater  emphasis  on  Title  II,  Title  III  (b) 
and  Special  Projects  of  National  Significance  (SPNS). 

TITLE  II 

Title  II  funding  is  crucial  to  many  states  for  it  is  the  only  source  of  funding  that  is  used  to 
deliver  services  to  persons  living  with  HIV/ AIDS.  Title  II  is  much  like  a  mini-block 
grant  to  the  states  allowing  them  flexibility  in  service  delivery.  Fifty  percent  of  these 
funds  are  given  to  consortia.  Tlie  consortia  is  comprised  of  persons  living  with 
HIV/ AIDS,  those  affected  by  HIV/ AIDS,  Service  Providers,  and  other  community 
members  who  make  decisions  at  the  community  level  to  address  local  needs.  This  is  one 
of  the  most  important  components  of  Title  II.  Any  changes  that  take  away  the  local 
community  control  will  negatively  impact  the  community. 

There  are  a  nimiber  of  states  that  receive  Title  I  and  Title  II  funding--  including  Missouri. 
I  am  directly  opposed  to  any  proposals  or  formulas  that  lessen  the  amounts  given  to  states 
with  EMA's,  just  to  compensate  states  that  do  not  have  EMA's.  It  is  important  to  fund 
those  states  that  have  high  incidence  rates,  but  do  not  have  EMA's,  at  a  lev.el  that  meets 
their  needs.  This,  however,  must  not  be  done  at  the  expense  of  other  Non-EMA's  in  states 
that  have  EMA's.  Do  not  take  from  one  area  and  give  to  another.  This  only  creates  a  gap 
in  service  where  one  did  not  previously  exist. 

The  CARE  Act  must  look  at  funding  all  Non-EMA's  based  on  capacity,  incidence,  and 
cost  differences.  It  must  not  establish  a  per  case  funding  for  this  would  not  accoimt  for 
geographic  diversity.  It  must  also  consider  the  impact  any  formula  changes  would  have 
on  EMA's.  The  only  true  way  to  create  equity  is  to  look  at  increasing  appropriation 
levels  and  making  minor  adjustments  to  funding  formulas. 

TITLE  III  (B) 

Title  III  (b)  is  an  excellent  example  of  the  local  community  delivering  primary  care 
services.  These  are  competitive  grants  given  to  community  based  organizations  and 
clinics  to  deliver  primary  care  servicL-,  to  persons  living  with  HIV/AIDS.  There  are  a  few 
changes  in  the  existing  legislation  that  need  to  be  made.  The  first  is  increasing  the 
administrative  cap  from  the  existing  5%  to  10%.  Many  community  based  organizations 
and  clinics  cannot  deliver  their  services  effectively  on  that  small  of  an  adm<mstrative 
cost.  With  a  grant  the  size  of  AIDS  Project  of  the  Ozarks  the  overall  administrative  cap 
would  change  from  approximately  $14,i  0  to  $28,000.  This  is  still  not  enough  to  cover 
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all  administrative  costs,  but  is  more  reasonable  given  the  funding  base  of  smaller  agencies 
such  as  ours.  Second,  I  think  it  is  important  to  assure  that  Non-EMA's  receive  50%  of 
III  (b)  funds.  Many  rural  areas  and  smaller  cities  are  under-served  and  unprepared  to 
deliver  services  to  persons  with  HIV/ AIDS.  It  is  important  to  build  this  infrastructure 
since  HIV  is  growing  rapidly  in  these  areas.  The  third  change  is  not  legislative,  but  rather 
administrative.  Change  the  oversight  of  III  (b)  programs  from  the  regional  offices  to  the 
central  office.  In  many  areas  the  regional  office  often  lacks  the  capacity,  commitment, 
and  understanding  to  appropriately  manage  the  III  (b)  programs. 

SPECIAL  PROJECTS  OF  NATIONAL  SIGNIFICANCE  (SPNS) 

The  SPNS  program  has  been  essential  in  providing  useful  models  of  service  delivery  that 
can  be  replicated.  SPNS,  however,  does  not  belong  as  part  of  Title  II.  SPNS  truly 
belongs  in  a  Title  all  its  own.  SPNS  should  be  moved  into  a  newly  created  Title  V.  This 
would  be  funded  by  a  percentage  of  the  overall  appropriations  and  capped.  A  percentage 
of  SPNS  ftmding  must  be  set  aside  for  the  Native  American  population. 

CLOSING  REMARKS 

The  CARE  Act  has  a  direct  impact  on  persons  living  with  HIV/ AIDS.  It  is  of  the  utmost 
importance  to  continue  this  valuable  resource.  During  the  course  of  the  last  three  years  I 
have  lost  over  50  friends  to  AIDS  and  every  one  of  them  received  some  service  provided 
under  the  Ryan  White  CARE  Act.  I  hesitate  to  think  what  they  would  have  done  without 
it.  Unfortunately  I  know  that  too.  Before  the  CARE  Act  there  were  many  without  any  of 
the  basic  services  taken  for  granted  today.  I  do  not  wish  to  return  to  a  time  when  people 
with  this  disease  died  without  ever  seeing  a  doctor  or  taking  any  medication. 

Ryan  White  has  saved  millions  of  dollars  in  addition  to  improving  the  quality  of  life.  It  . 
has  eliminated  costly  hospitalizations  and  treatments.  It  continues  to  manage  care  and 
look  at  ways  of  reducing  waste  and  duplication.  It  focuses  on  health  planning  at  the  local 
level,  assuring  community  support.  For  every  Ryan  White  Dollar  there  are  other  dollars 
raised.  Ryan  White  :ontinues  and  must  continue  to  provide  people  with  HIV/AIDS  and 
their  families  the  care  they  deserve.  There  is  not  a  moment  that  goes  by  that  I  do  not  think 
of  all  those  I  have  known,  lost,  and  will  lose. 
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The  Ryan  White  CARE  Act  in  the  Empire  State: 

Testimony  by  the  New  York  AIDS  Coalition  for  the  Senate  Ubor  Committee 
Hearmf  on  the  Re-auiiionzation  of  the  Ryan  White  CARE  Act 
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Thomas  Counts,  Staten  Island  HTV  Care  Network 
I^en  Dunning,  Native  American  Community  Services 
Lisa  Eltinge 

Willis  Greea  Jr.,  Harlem  United  Community  .AIDS  Center 
John  Hatchett,  People  with  AIDS  Coalition 
Michael  Isbeil  Gay  Men's  Health  Crisis 

•Azadeh  Khaiili.  HTV/AIDS  Technical  .Assistance  Project,  NYC  P^ablic  Schools 

Teri  Lewis,  .AIDS  and  Adolescents  Network 

Migueiina  Maldonado,  National  Minority  AIDS  Council 

John  Manzon,  .Asian  and  Pacinc  Islander  Coalition  on  HIV/AIDS,  Inc. 

Nancie  Nonhup- Williams,  Support  .Ministries 

Catherine  O'Neil,  Legal  .A.ction  Center 

Philip  Reea,  East  New  York  HIV  Project 

Douglas  B.  Rodriguez-Diaz 

Simha  Rosenberg,  UJA  Federation 

Sorraya  Sampson,  Long  Island  Minonty  AIDS  Coalition 

Ron  Silverio,  .AIDS  Community  Services 
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Lynne  Mane  Wanamaker,  Development  .Associate 
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This  written  testimony  is  derived  from  a  report  that  was  prepared  by  the 
New  York  AIDS  Coalition  for  Members  of  Congress^  other  elected  officials,  and 
the  news  media  as  both  an  introduction  to  the  Ryan  White  CARE  Act  and  a 
repon  on  the  impact  of  the  CARE  Act  on  New  York  State. 

In  New  York  State,  Ryan  White-supponed  services  have  greatly  improved 
the  availability  of  both  medical  care  and  vital,  life-sustaining  suppons  like  food, 
housing,  and  medicine  to  people  with  ADDS,  HIV,  and  their  fanulies,  panicularly 
in  areas  where  there  was  little  or  no  service  prior  to  Ryan  White.  Tens  of 
thousands  of  clients  are  served  by  the  more  than  250  New  York  organizations 
currently  receiving  Ryan  White  funds,  the  vast  majority  of  which  could  not  have 
provided  services  without  Ryan  White.  As  a  result,  Ryan  White-supponed 
services  have  had  a  dramatic  effect  in  reducing  costly  hospitalization  and 
increasing  both  the  quality  and  length  of  life  for  AIDS  patients. 

It  is  the  position  of  the  New  York  AIDS  Coalition  that  the  Ryan  White 
CARE  Act  should  be  reauthorized  at  least  the  levels  proposed  in  the  fiscal  1996 
Executive  Budget:  %1735  miilioiL  Furthermore,  funding  mechanisms  such  as 
block  grants  and  alternate  funding  formulas  including  per  capita  funding,  living 
case  funding,  and  single  appropriation  for  Tides  I  and  II  would  ill-serve  the  AIDS 
population  and  the  public,  and  strip  New  York  State  of  vital  life-prolonging  and 
cost-saving  services. 

RYAN  WHITE  CARE  IN  NEW  YORK  STATE:  THE  NEED 

With  over  19  percent  of  reponed  AIDS  cases  in  the  United  States,  but  only 
7  percent  of  the  population,  New  York  has  an  acute  need  for  Ryan  White  funds. 
By  September,  1994,  over  81300  people  had  been  diagnosed  with  AIDS  in  New 
York  State  ~  54,700,  or  67  percent,  had  died.   That's  almost  the  same  number  of 
Americans  who  died  in  the  entire  Viemam  War.   AIDS  is  now  the  leading  cause 
of  death  among  ail  Americans  between  the  ages  of  25  to  44.  And  there's  no  end 
in  sight  ~  an  estimated  325,000  New  Yorkers  are  infected  with  the  HIV  virus. 

The  need  for  Ryan  White-supponed  services  is  especially  criucal  in  New 
York  City,  which  accounts  for  87%  of  New  York  State's  AIDS  cases.  As  of 
December,  73,421  AIDS  cases  were  reponed,  and  nearly  50,000  people  had  died. 
Teenagers  and  children  are  particularly  vulnerable:  1,462  children  have  been 
diagnosed  with  AIDS;  by  the  year  2000,  thirty  thousand  children  in  New  York  City 
will  have  been  orphaned  by  AIDS;  and  AIDS  cases  reponed  among  teenagers 
increased  32%  in  1994  over  the  previous  year. 


The  Ryan  White  CARE  Act  has  helped  New  York  meet  this  crucial  need. 
Of  the  S632  million  appropriated  for  fiscal  year  1995,  S 15 1.12  million  went  to 
New  York  State.  Of  that,  $106  million  in  Title  I  funds  have  gone  to  the  New 
York  City  eligible  metropolitan  area  (which  includes  Westchester,  Rockland,  and 
Pumam  counties),  another  S2.9  million  in  Title  I  funds  have  gone  to  Nassau  and 
Suffolk. Counties,  S29.7  milhon  in  Tide  II  funds  has  gene  to  New  York  State, 
$7.52  million  has  been  allocated  for  New  York  State  hospitals  and  community 
health  centers  under  Title  lEIb,  and  S5  million  in  Title  IV  unds  has  been  funneled 
for  pregnant  women's,  children's  and  family  AIDS  care. 


137 


THE  EFFECT  OF  THE  RYAN  WHITE  CARE  ACT  ON  NEW  YORK  STATE 

In  New  York  State,  ±e  Ryan  White  CARE  Act  has  greatly  improved  the 
avaiiability  of  both  primary  care  and  suppon  services  :o  people  with  .AIDS,  HIV, 
and  their  families,  pamaiiariy  in  areas  wnere  there  'rvas  little  or  no  service  prior  to 
Ryan  White.  Tens  of  thousands  of  clients  are  served  by  the  more  than  250 
organizaaons  currently  receiving  Ryan  White  funds,  the  vast  maioritv'  of  which 
could  not  provide  sucn  services  '^vithout  Ryan  White.  .As  a  result,  the  Ryan  White 
C.\R£  Act  has  had  a  dramatic  effect  in  reducing  costly  hospitalization  and 
increasing  both  the  quality  and  length  of  life  for  .AIDS  patients. 

The  New  York  .AIDS  Coalition  Suirey  of  Ryan  \Vhite  CARE  Services 

In  a  survey  of  a  sample  of  53  organizations  providing  .AIDS  services 
penormed  by  the  New  Yorx  .AIDS  Coalition  (NT.AC),  omy  one  reponed  that  it 
provided  Ryan  White-type  services  before  the  passage  of  the  CARE  .Act,  The 
N^AC  survey  foimd  that  Ryan  White  funding  has  enabled  whole  ner-vorks  of 
services  :o  develop  and  taxe  hold  in  New  York  State.  Ryan  '-Vhite  provides 
suppon  for  programs  such  as  ±e  Brooklyn  Pediatnc  .AIDS  Networx,  which 
coordinates  everytning  from  day  care,  respite  care,  and  foster  care  to 
comprehensive  medical  care  and  drug  treatment  for  500  Brooidyn  families.  Before 
Ryan  White,  there  was  no  organized  care  of  this  nature.  Care  was  provided  on  an 
emergency-to-emergency  basis,  leading  to  excessive  and  expensive  hospital  stays. 
.As  a  result  of  the  work  of  me  Brooxiyn  Pediatnc  .AIDS  NerworK,  the  population 
of  boarder  children  in  Brooklyn  has  almost  disappeared 

.Another  example  of  the  suppon  provided  by  Ryan  White  CARE  is  ±e 
AIDS  Network  of  Western  New  York,  Inc,  The  .AIDS  Network  provides 
coordination  of  the  necessary  range  of  .AIDS  care,  mcluding  meals,  supponive 
housmg,  primary  care,  and  case  management  for  1600  clients  ser\'ed  by  150 
organizauons  in  tne  eight  counties  of  western  New  Yorx,  Tne  eignt  c  junties  are 
.Ailegneny,  Chautauqua,  Cattaraugus.  .Niagara,  Ene.  Orleans,  Genessee.  and 
Wyoming.    Before  Ryan  Wniie.  the  .AIDS  .Networx  omy  ser\^ed  Buffalo. 

The  largest  porjcn  of  Ryan  White  funds-  in  New  York  State  consists  of 
Title  I  tiinds  mat  go  to  tne  5ve  borougns  of  New  York  City  and  Nassau,  Suffolk, 
Westchester.  Rockland,  and  pjmum  Counties.  These  funas  have  expanded 
outpatient  care,  lentai  care,  mental  health  care  -  vital  for  a  disease  where  one  of 
the  side  effects  .s  dementia,  which  is  treatable  -  and  suppon  services  like  housing 

and  nourisnment  to  'jninsured  and  'onderinsured  New  Yorkers,  access  to 
QutntiQus  .T.eais  tnrough  programs  whicn  bring  meals  to  homebound  people  with 
.AlDS.  e.^anaed  se.'^ices  to  neip  parents  'Aith  HTV'  or  .AIDS  plan  for  the  care  of 
their  children  after  tneir  death  througn  custody  planning  and  mental  heal± 
services  and  the  HIV/TB  scanered-site  housing  ininative,  ±e  nrst  of  its  kind  in 
the  natioa  for  New  Yorkers  ^^ith  TB  and  .AIDS  (nearly  50%  of  TB  padents  in 
New  Yorx  City  are  also  infected  wth  HIV).  This  program  ensures  mat  TB 
treatment,  which  requires  up  to  two  years  of  foUow-up  care,  is  successfully 
completed  and  that  deadly  multi-drug  resistant  strains  of  TB  are  contained, 

Tne  New  York  ehgible  metropolitan  area,  which  includes  ±e  5ve  counties 
of  New  York  City,  Westchester,  Rockland,  and  Pumam  counties,  receivec  SlOO 
muiion  in  fiscal  year  1995  under  die  Ryan  White  CARE  Act.    .Nassau  and  Suffolk 
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Counties  received  S2.9  miilion.  Moreover,  of  the  SlOO  million  Title  I  grant  for 
the  New  York  City  eligible  metropolitan  area  and  the  S2.9  million  grant  for  Long 
Island,  S35,040,000  million  was  allocated  to  the  state  to  administer  the  ADA? 
and  ADAP+  programs  that  provide  drugs,  primary  health  care  and  home  care 
services  to  people  with  HTV  and  AIDS  who  lack  insurance  and  for  HIV/TB 
housing  programs.  This  kind  of  cooperation  and  coordination  between  Title  I  and 
Tide  II  allows  for  effective  and  efficient  delivery  of  vital  AIDS  services  for  New 
York  State. 

NEW  YORK  STATE  CANT  REPLACE  RYAN  WHITE  FUNDING 

Since  the  late  1980's,  New  York  State  and  its  localities  have  faced  yawning 
budget  gaps,  in  large  part  due  to  the  reduced  tax  revenue  produced  by  the 
recession.  In  1989,  rather  than  raise  taxes,  both  the  state  and  its  localities  began 
a  series  of  drastic  reductions  in  services.  Still,  after  five  years  of  service 
reductions,  the  state's  budget  gap  for  fiscal  year  '96  is  pegged  at  S5  billion.  .Areas 
once  held  sacrosanct,  like  education,  health  care,  and  housing,  have  been  slashed 
to  the  bone.  This  year  alone,  the  governor  has  vowed  to  cut  Medicaid  spending 
by  S1.2  billion,  throw  home  rehef  recipients  off  welfare  after  90  days,  and  cut 
child  abuse  prevention  funds.   And  while  the  state's  AIDS  Institute  has  been 
spared  wholesale  cuts,  there  has  been  no  infusion  of  funds  ro  meet  the  staggering 
growth  of  the  AIDS  epidemic. 

With  schools,  health  care,  and  the  state  university  system  facing  massive 
cuts,  there  is  no  chance  that  either  New  York  State  or  its  localities  couid  supply 
the  S150  million  that  is  channeled  to  New  York  through  the  Ryan  White  CARE 
Act  If  the  federal  government  won >.  fund  the  vital  AIDS  programs  supported  by 
Ryan  White,  no  one  will.    The  medical  care,  prescription  drugs,  food,  housing 
and  family  services  provided  to  tens  of  thousands  of  New  Yorkers  would  simply 
stop.   And  all  New  Yorkers  would  face  more  crowded  hospitals,  higher  insurance 
rates,  and  an  increased  risk  of  diseases  like  tuberculosis. 

OTHER  FUNDING  MECHANISMS  ARE  INAPPROPRUTE  FOR  RYAN  WHITE 


FUNDS 

•  The  titles  system  has  been  carefully  crafted  to  make  sure  that  Ryan  White 
funds  achieve  their  stated  purpose  -  ensuring  that  under-served  populations  of 
New  Yorkers  with  diverse  needs  receive  desperately  needed,  life-prolonging  care. 
By  carefully  dividing  funds  to  provide  different  services  to  different  populations  of 
persons  living  with  AIDS,  and  by  routing  funds  through  the  state,  its  localities,  and 
direaly  to  community  service  organizations,  the  Ryan  White  CARE  Act  makes 
sure  those  who  need  the  services  get  the  services  -  and  that,  wherever  possible, 
less  costiy  care  alternatives  are  utilized. 

Meanwhile,  the  tide  system  has  a  built-in  mechanism  to  ensure  local,  non- 
political  input  into  funding  decisions.  The  people  closest  to  the  epidemic  and  its 
local  impaa  choose  the  organizations  that  can  best  carry  out  Ryan  White's 
purposes.  As  this  report  has  shown,  the  tide  system  has  worked  well  in  carrying 
out  the  Ryan  White  CARE  Act's  stated  purpose.  Other  possible  funding 
mechanisms  and  their  flaws,  are  discussed  below. 
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A.  BLOCK  GRANTS 

Some  officials  have  proposed  eiiminating  the  title  system  and  replacing  it 
with  a  "block  grant"  ~  simply  giving  a  state  a  lump  sum  that  it  couid  spend  as  it 
sees  nt  This  would  present  several  problems. 

*  Block  grams  are  often  used  as  a  ^^/ay  to  cut  overall  funding    Proponents  of 
block  grants  tend  to  maintain  that  block  grants  can  reduce  overall  funding 
to  states  because  they  remove  administrative  burdens.  But  the  Ryan  White 
CARE  Act  already  minimizes  :he  use  of  funds  for  administration  and 
there  is  no  evidence  that  giving  states  the  money  to  spend  as  they  choose 
would  reduce  administrauve  costs.  Dismantling  the  Ryan  White  funcing 
stnicnire  and  giving  states  and  localities  less  money  in  a  ume  of  growing 
need  wouid  cost  lives,  and  raise  health  care  costs  for  the  entire  state. 

'Block  grants  can  be  "raided"  for  other  purposes.  By  removing  the  federal 
oversight  inherent  in  the  title  system  block  grants  would  enable  states  to 
divert  iimds  designated,  in  mis  case,  for  .AIDS  services,  to  other  programs, 
thereby  circumventing  me  intent  of  Congress. 

*Block  grams  are  easir/  diverted  from  areas  of  greatest  need.  In  many  cases, 
federal  programs  were  establisned  as  a  response  to  states'  inaoiiity  or 
unwillingness  :o  respond  to  the  needs  of  under-served  populations.  With 
.'IDS,  it  is  particularly  "ital  that  political  pressure  is  removed  ;rom  funding 
aeosions.  But  block  grants  wouid  do  just  cne  opposite.  A  smdy  by  the 
Coalition  for  Human  Needs,  a  Washington,  DC-oased  advocac/  group, 
showed  that  blocx  grants  :end  :o  be  distributed  across  geographic  areas, 
rather  than  to  the  areas  with  greatest  needs.  The  smdy  showed  that  large, 

well-established  organizations  get  most  of  the  grants,  rather  than  smaller, 
less  popular  organizations.    Communities  with  little  political  voice  tend  to 
lose  out  when  it  comes  to  getting  the  funding  and  serMces  they  need 

*Block  grams  remove  local  controls  inherem  in  the  title  system.  When 
states  get  block  grants,  there  is  no  assurance  they  will  set  up  local  planning 
coimcils  and  other  mechanisms  to  ensure  those  closest  to  the  problem  have 
input  into  funding  decisioiL  Without  the  federal  regulations  mancating 
inclusion  of  local  groups,  states  are  unlikely  to  seek  out  the  input  of 
organizations  delivering  services,  and  as  a  result,  the  groups  most  needing 
funding  may  not  receive  it. 

B.  THE  PER  CAPITA  FU>a)ING  FORMULA 

Some  have  argued  that  Ryan  'vVhite  funds  should  be  distributed  on  the 
basis  of  the  number  of  .AIDS  cases  in  a  given  area.  But  that  argument  doesn't 
take  into  account  that  it  costs  more  ana  is  more  complicated  to  deliver  services  in 
some  areas  than  in  other  areas.  There  might  be  higher  medical  care  costs  in  one 
area,  steeper  transportation  fees  in  another.  Funding  decisions  should  continue  to 
be  made  on  the  basis  of  the  neeas  and  costs  of  a  particular  area,  rather  than 
making  one  blanket  national  c-tcision  to  which  localities  must  adhere. 
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C       THE  LIVING  CASES  FUNDING  FORMULA 

The  current  funding  formula  is  based  on  the  cumulative  cases  in  a  given 
locality,  rather  than  on  the  number  of  living  cases.  Some  have  suggested  that  this 
isn't  fair,  and  that  it  means  that  areas  like  New  York  and  San  Francisco  receive  a 
disproportionate  number  of  Ryan  White  grants.    But  counting  living  cases  doesn't 
take  into  account  the  number  of  people  infected  with  HIV,  a  gauge  of  the  fumre 
impact  of  the  epidemic.  Counting  cumulauve  cases  correlates  wiih  the  number  of 
people  infeaed  with  the  AIDS  virus,  and  is  therefore  a  better  measure  oi  need 
than  living  cases.  It's  also  important  to  remember  that  Ryan  White  funds  are 
disaster  relief  funds.  The  cumulative  number  of  cases  tells  the  most  complete 
story  about  which  areas  have  been  hardest  hit  -  anc  which  need  relief  funds. 
Finally,  suddenly  readjusting  the  funding  formula  :o  reduce  funds  to  hard-hit  areas 
would  have  a  vast  dislocating  effect  on  the  networx  of  services  that  has  developed, 
and  cripple  their  ability  to  effectively  and  efficiently  serve  -.he  .AiDS  populauon. 

D.       SINGLE  APPROPRUTION  FOR  TITLES  I  AND  II 

Some  have  argued  that  areas,  such  as  New  York  C'!ry,  served  by  Titles  I 
and  II,  receive  more  than  their  share  of  funds,  and  nave  proposed  that  states  only 
fund  programs  outside  the  eligible  metropolitan  areas.  Tnis  argument,  however, 
fails  to  take  into  account  the  faa  that  Titles  I  and  Titles  II  provide  separate  and 
distinct  services.    Cutting  off  title  11  funds  to  Tide  I-eligible  areas  would  bring 
important  early  intervention  services  to  a  halt  in  the  areas  that  need  hem  most. 

CONCLUSION 

Fn  New  York  State,  which  has  been  panicularly  hard  hit  by  the  AIDS 
epidemic,  Ryan  White  funding  has  achieved  its  statea  purpose:  providing  tens  of 
thousands  of  New  Yorkers  in  under-served  areas  with  life-sustaining  food, 
housing,  medical  care,  prescription  drugs,  and  other  needed  services.  Indeed, 
Ryan  White  is  the  very  kind  of  program  that  President  Clinton  described  as  "lean 
but  not  mean"  in  his  State  of  the  Union  address  -  it  helps  states  and  localities 
help  themselves  through  efficient  use  of  federal  resources.  As  a  result,  lives  have 
been  prolonged  and  enhanced.  A  network  of  organizations  has  developed  to 
serve  this  population  ~  a  network  which  accurately  reflects  the  diverse  ways  AIDS 
hits  New  York.  Organizations  serve  New  Yorkers  in  the  country  and  in  the  city, 
upstate  and  downstate,  old  and  young,  men  and  women.  They  serve  New  Yorkers 
regardless  of  race,  rehgion,  ethnicity,  national  origin,  or  sexual  orientation. 

Moreover,  by  providing  funds  for  early  intervention,  the  Ryan  White 
CARE  Act  has  reheved  the  burden  on  New  York's  health  care  system  -  a  system 
that  is  used  by  all  New  Yorkers  ~  rich,  poor,  or  middle  class,  relatively  healthy  or 
very  sick. 

Neither  New  York  State  nor  its  localities  could  step  in  and  fill  the  gap 
should  Ryan  White  funds  be  reduced  or  eliminated,  nor  would  block  grants  or 
other  fimding  formulas  achieve  the  purpose  of  efficiently  serving  diverse  groups 
with  disparate  needs. 

When  areas  have  been  struck  by  natural  disasters,  the  federal  government 
doesn't  wince  at  its  responsibility  to  help  local  commimities  dig  out.  In  a  similar 
way,  the  federal  government  cannot  shrink  from  its  responsibility  to  provide  AIDS 
disaster  relief.    In  a  time  of  government  retrenchment,  the  Ryan  'Vhite  CARE 
Act  is  a  proven  success,  and  should  be  reauthorized  at  least  the  level  proposec  in 
the  Executive  Budget:  S723.5  million  for  all  four  titles. 
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A  Way  Out 

ACLU  Gay  Rights  Projca 
Acuon  for  a  Better  Community  - 

Action  Front  Center 
Aaors'  Fund  oi  Amenca 
Addicuon  Research  and  Treatment 

Corporation 
African  Methodist  Ministers' 
.Alliance 
.AHEAD 

AIDS  Treatment  Dau  Nerworlc 
AIDS  Education  for  African 
Refu>:ees  and  Immigrants 

AIDS  la  Prison  Projea 
AIDS  Outreactt  Projea  ~  Unity 

House 
AIDS  Resource  Center 
UDS  Taslc  Force  ot  Central  New 

Yorit 

.\IDS  Related  Community  Services 
AIDS  Intenaith  New  York 
AIDS  Commumiy  Resources 
AIDS  Networjc  oi  Western  New 
York 

AIDS  Rochester 

AIDS  Center  oi  Queens  County 

AIDS  Community  Services  of 

Western  New  York 
AIDS  Service  Center  of  Lower 

Vlanhartan 

AIDS  Mental  Health  Program 
AIDS  and  Adolescents  Network 
AIDS  Counai  of  Northeastern  New 
York 

Albert  Einstem  CoUtze 
Alcoholism  Council  Fellowship 

Center 
Always  Spring  Foundation 
.Amencan  Red  Cross 
Amencan  Jewish  Confess 
.American  AIDS  Association 
.American  Inuian  Commumty  House 
American  Baptists  Churcnes 
Anthony  L.  Jordan  Health  Center 
AP°L&  Inc. 

arrive/e::ponhnts 

A:>ian  and  ?   -itc  Islander  Coalition 

on  ---■'// AIDS 
Bedford  Scuv-  esani  Family  Health 

Ccnicr 

Beaford  iiuwesant  Commumty 
Mental  Health  C^niu 
Bellevue  Hospital  Community 
Boara 

Benedia  House  of  Western  New 
York 


MEMBER  UST 

Bestcare,  Inc 

Betances  Health  Unit 

Black  Lcaucrship  Commission  on 

AIDS 
Body  Positive 

BRC  Human  Services  Corporation 
The  Bridge,  Inc 
Bronx  Lebanon  Hospital  Couer 
Bronx  AIDS  Services 
Brooklyn  AIDS  Task  Force 
Brooklyn  Legal  Services  Corp.  A 
Brooklyn  Pediatric  AIDS  Network 
Burchman  and  Tcmo 
Cancer  Care 

Care  for  the  Homeless  Program 
Caremark 

Catholic  Charities  of  Albany 
Center  for  Children  and  Families 
Central  New  / ork  Council  on 

Adolescent  Pregnancy 
Central  Harlem  HIV  Care  Network 
Ccntro  Civico  of  Amsterdam 
Chilaren's  Hope  Foundaiion 
Chinatown  Health  Clinic 
py^in^^^  American  Planning  Counai 
Choices  Women's  Medical  Center 
Church  Avenue  Merchants'  Block 

.Assoaaiion 
Citizen's  Advice  Bureau,  Inc. 
Citizen's  Committee  for  Children 
Classical  Aoion 
Clinical  Direaor's  Network 
Coalition  for  the  Homeless 
Coalition  for  Hispamc  Family 

Services 
Coalition  of  Voluntary  Mental 
Health  Agenaes 
Columbia  University  Affiliation 
Columbia  AIDS  Network 
Communitv  Familv  Planning  Coudi 
Community  Counseling  and 
Mediauon 

Community  Health  Association  of 

New  York  State 
Commumty  Resource  Exchange 
Commumrv  Health  Projea 
Commumty  Service  Soaetv 
COMFA 

Corporation  for  AIDS  Research. 

Education  and  Services 
Counoi  on  Aicoaoiism  and  Drug 

Abuse 

Criminal  Justice  :aitiative 
The  David  Projea 
Dellapa  and  Lewis 
Denneiisse  Corporation 


Discovery  Huther  Doyle 
Distria  Council  37 
The  Door 
E.O.C  of  Nassau 
E.O.C  of  Suifoilc 

East-  New  York  Urban  Yoath  Corps 
East  Harlem  HIV  Care  Network 
East  New  York  HTV  Projea 
Educational  Alliance 
Emmaus  inn< 

Empire  State  Pride  Agenda 
Enter,  Inc. 

Enter  Alcoholism  Services,  Inc. 
Episcopal  Social  Services 
Erie  County  Health  Depanment 
Family  Health  Center 
Family  Health  Project,  Inc 
Family  Alliance 
Family  Planning  Advocates 
Federauon  of  Protestant  Wei£are 

.  vgenaes 
Food  Fu^t,  Inc 
Fortune  Society 
Frienos  Quarters  Housing 

Development 
aJLO.U.P.  Ministries 
Gay  Men's  Health  Crisis 
Gay  and  Ixsbian  Independent 

Democrats 
Geneva  B.  Scruggs  Health  Center 
iod's  Love  We  Deliver 
H.E.L.P./Projea  Samaritan 
Haitian  Community  Intormatioa 
and      Referral  Center 
Hariem  Congregauons  for 

Commumty  Empowerment 
Harlem  Hospital 

Harlem  United  Community  AIDS 

Center 
Health  Watch  Information 
Health  Industry  Resources 
Health  Systems  Agency 
Health  Force:  Women  Against 
.AIDS 

Henry  Street  Settlement 
Hetnck-Martin  Institute 
Highbndgc  Commumty  L;."s  Center 
Highbridgc  Woodycrcst  C;;3ter 
Hispamc  AIDS  Forum 
HIV  Center  for  Clinical  and- 

Behavioral  Studies 
:-iIV/AIDS  Ministry  Task  Force 
HIV/AIDS  Technical  Assistance 

Projea 
HTV  Aru  Network.  :ac 
HIV  Cafe  NetworK  of  Nortbeasiem 
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New  York 
Honzoa  Human  Services 
Hospice  01  Ceauai  New  York 
Hospiiai  Audiences,  Inc. 
Housing  ana  :^crvices.  inc. 
Hunicr  C.-ilcgc  Center  on  AIDS. 

Drugs  ind  Conun unity 

Health 

Huther  Oovie  Memonai  Instuute 
INN  Of  Long  Island 
Inter-Counai  G^mmuaiiy 
Feilowsnip 

Jewish  Communuv  Services  of  Long 
Island 

Jewish  Board  ot  Famiiv  and 
Children's  Services 
iCM.K.  Corporauon 
iGngs  Terrace  Nursing  Home 
Korean  Community  Services  of 
Metro    Mew  York 
LuDoda  Independent  Democrats 
Launo  Commission  on  AIDS 
Lawyers  Alliance  of  New  York 
Ligai  Action  Center 
Lesoian  and  Gay  Community 

Services  Center 
Liberty  Resources 
Long  Isiana  Association  for  AIDS 
Tare 

Long  Isiana  Minority  AIDS 
Coalition 

Lower  New  York  Consoruum  for 

Fimiiies 
Manhattan  Bowery  Corporation 
Nianhaitan  Piaza  AIDS  Profea 
ivlarcn  oi  Dimes  of  New  York 
Methoaist  Hospital 
Metropolitan  Assistance 
Corporauon 

Minonty  Task  Force  on  AIDS 
Miracle  Makers  inc. 
Miraac  House  of  New  Yors 
Momenium  Project,  Inc 
Monte:  lore  Medical  Center 
Montetiore  Adolescent  Program 
Mourn  /emon  Neignborhooa 
Health  Center 
Muiti-<3junty  Commumty 

Oeveiopmem  Corporation 
Narco  Freedom,  inc 
National  Assoaauon  of  Soaal 

Woricers 
Nauve  Amencan  Commnnity 

icmces 
NeighborntxM  Preservation 
Coalition 


NENA  Cofflprehensm  Heaub 
Cjuer 

New  York  Annual  Conference  of 

United  Methodist  Churches 
Mew  Yom  Slate  Corredionai 

.\ssoaauon 
Mew  York  Harm  Reduction 

Educauon,  Inc 
Mew  York  City  Gay  and  Lesbian 

.Ann-Violence  Projea 
New  York  Counties  Registered 

Nurses 

New  York  Society  for  the  Deal" 

New  Refuge  House.  Inc 

New  York  Academy  of  Medicine 

North  General  Hospital 

Northern  Lights  Alternatives 

Optimum  Partners 

Orange  County  AIDS  Task  Force 

Osborne  Association 

People  Living  With  AIDS  Coalition 

People  With  AIDS  Coalition  of 

Mew  York 
Phase:  Piggy  Back 
Phocnu  House 

Planned  Parenthood  of  Mohawk 
Valley 

Planned  Parenthood  of  New  York 
Presbyterian  Semor  Services 
Prisoner's  Legat  Services  of  New 

York 
Projea  Hospitality 
Queens  Legal  Services 
Retired  Service  Program 
Richard  Allen  Center  on  Life,  Inc 
Richmond  Home  Neea  Services 
Rochester  Area  Task  Force  on 
AIDS 

Rural  Opportunities  -  Albion 

Rural  Opportunities  -  Mikon 

Rural  Opportunities  -  Rochester 

Samaritan  Village 

Scilhelo  Community  Services 

SENSES 

Services  lor  the  Underserved 
Settlemeni  Health  and  Family 

Services 
Solidarity/  Schenectady 
South  .Asian  AIDS  Action 
Souin  Bronx  Neignborhood  AIDS 

?ro)ea 

South  Bronx  Ecumemcai  AIDS 

Nhnistry 
Southeast  Queens  Clergy  for 

Community  Empowerment 
Southern  Tier  AIDS  Program 
Speilman  Center 
SL  Nicholas  Neighborhood 


Presen-ation  Coalition 
Sl  Peter -s-tn-Mie- Bronx 
St.  Sarnabus  Hospital 
Sl  Aines  Hospital 
Sl  Lukc's  Roosevelt  Hospital 
Center 

St.  .Mary's  Center 

Si.  Cealia  AlDS  .Ministry 

Staff  Builders  Home  Health  Agency 

ScandUp/ Harlem 

State  Commumties  AIDS 

Association 

Staten  Island  HTV  Care  Network 
Staten  Island  UniversitT  Hospital 
Statewide  Youth  Advocacy 
Steinway  Child  and  Family  Service 
Strong  Memorial  Hospital  AIDS 
Center 

SUNY  Health  Sdeace  Center 
SUNY  Downstatc  THEO  Program 
Support  Ministnes  for  People  With 
AIDS 

Syracuse  Model  Neighborhood 

Facilities 
Tremont  Commonwealth  Council 
UJA-Federation 
United  Bronx  Parents 
Unued  Commumty  Centers 
United  Way  of  New    ork  Gty 
University  of  Rocnester/AIDS 
Center 

Upper  Manhattan  Task  Force  on 
AIDS 

Upper  Room  AIDS  Ministry 
Victim  Services 
Village  Center  for  Cure 
Visiting  Nurse  Service  of  New  York 
Visiting  Murses  .Association  of  N'^w 
York 

Voiumeers  of  America 
WESPAC 

West  Side  Federation  of  Senior 
Housing 

Westchester  County  Medical  Center 
White  Plains  Hospital  Center 
Whitney  M.  Young,  Jr.  Health 
Center 

William  F.  Ryan  Community  Health 
Center 

Women  and  AID.''  ""  esource 
Network- 

Women's  Center  -  tootefiore 

Medical  C<..:;cr 
Women's  Pruon  Assocation 
YMCA  Elcsair  .AIDS  Project 
Young  Adult  Institute 
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THE  NEW  YORK  AIDS  COALiTION 

The  New  York  AIDS  Coalition  (N-YAC)  is  a  seven-year-old  organization 
representing  over  250  .AiDS  service  providers  in  New  York  State.  In  total,  tens  of 
thousands  oi  people  with  HIV  or  .AIDS  and  their  families  are  served  by  NYAC 
member  organizations. 

NYAC  was  founded  in  1988  to  unite  the  diverse  groups  which  had 
developed  to  confront  the  burgeoning  AIDS  crisis.  The  statewide  coalition  of  the 
AIDS  commimity,  NYAC  is  a  grassroots  organization  bringing  together  service 
providers,  advocates,  and  activists  from  around  New  York  State,  and  linking  them 
with  state  and  city  government 

NYAC  organizes  local  and  statewide  advocacy  efforts,  promotes  increased 
funding  for  AIDS  at  all  levels  of  government,  provides  training  in  government 
relations,  and  serves  as  an  information  clearinghouse  for  member  )rganizations. 

In  recent  years,  NYAC  has  brought  together  thousands  of  New  Yorkers  to 
educate  state  legislators  in  Albany  (such  efforts  have  resultec  in  millions  of 
dollars  in  new  state  funds  allocated  to  comoat  the  AIDS  crisis);  organized 
statewide  conferences  on  health  care  reform,  AIDS  prevention,  and  other  issues; 
and  mounted  a  successful  campaign  to  restore  millions  of  dollars  in  proposed  cuts 
in  New  York  City  spending  on  AIDS.  Thousands  of  New  Yorkers  have  met  with 
state  and  local  representatives  on  NYAC's  AIDS  Awareness  Days.  Most  recently, 
NYAC  played  a  key  role  in  efforts  to  bl(  ck  proposed  cuts  in  the  New  York  City 
Division  of  AIDS  Services,  and  preventing  attempts  to  slash  state  AIDS  funds. 
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St3itCY\  ^sU>1^  HIV  CAHE  Network 

^2  Ric)i»tiotii>  Terr3iCC  irib  floor 

StAteti  IsUnt).  1MY  10301 

(718)  fax  {71»)  981-5629 


To:  Senate  Committee  on  Labor  and  Human  Resources  February  22,  1995 

Testimony  on  the  Rvan  White  CARE  Act 

The  Staten  Island  HIV  CARE  Networlc  is  a  consortium  of  Staten  Islanders  who  are  working  to  bring  a  wide 
range  or  life-giving  HIV/ AIDS  services  to  our  community  -  from  outreach  and  education  services  to  medical 
and  social  services,  from  home  care  to  bereavement  counseling.  We  are  social  workers,  health  care 
professionals,  administrators,  volunteers,  clergy,  people  living  with  HFV/AIDS.  counselors,  teachers,  family 
and  friends  of  people  living  with  HIV/ AIDS,  and  other  concerned  community  members. 

uic  Hr*  CARE  Network  is  supported  by  Ryan  White  Title  n  funds.  The  Network  works  on  various  issues 
that  affea  die  everyday  life  of  people  living  wida  HIV  and  AIDS.  We  strengthen  the  coordination  among 
agencies  providing  case  management  to  people  living  with  HIV/ AIDS,  promote  cooperation  and  collaboration 
among  -providers  of  HIV/AIDS  medical,  mental  health  and  social  services  as  wail  as  education  and  outreach 
services,  and  identify  and  help  to  rill  die  gaps  in  HIV/ AIDS  services  on  Staten  Island.  Our  mission  is  to 
ensure  that  all  the  men.  women  and  children  living  HIV/AIDS  and  their  family  members  in  our  region 
receive  ail  die  services  they  need. 

New  York  State  leads  die  nation  in  AIDS  cases,  widi  over  80.000  to  date.  According  to  die  New  York  State 
Department  of  Health,  as  of  September  1994.  the  number  of  people  diagnosed  with  AIDS  in  Staten  Island  had 
reached  1,387.  As  of  December  1987  we  had  only  183  cases  diagnosed.  Services  need  to  keep  pace  with  die 
alarmingly  rapid  growth  of  this  epidemic. 

Services  provided  dirough  funding  by  die  Ryan  White  CARE  Aa  are  crucial  to  hundreds  of  Staten  Islanders 
infected  and  affeaed  by  HIV.  These  services  provide  a  comprehensive  ring.-  of  options  for  people  living 
with  HIV/AIDS  and  have  been  a  key  factor  in  enhancing  services  to  HIV-affected  Islanders.  These  services 
include: 


• 

Case  management 

• 

Adoption  and  foster  care  services 

• 

Early  permanency  planning 

Primary  caie 

• 

Home  health  care 

• 

Dental  care 

• 

Drug  reimbursement 

• 

Mental  heaidi  services 

• 

I'ediatric  HFV  services 

• 

Adolescent  HIV  services 

• 

Substance  abuse  treatment  and  counseling 

• 

ubstance  abuse  recovery  support  and  harm  reduction 

• 

.igal  services 

• 

Housing  placement  assistance 

• 

Transportation 

Prior  to  the  CARE  Act, there  was  virtually  no  funding  for  such  services.  Without  this  funding,  these 
services  would  not  exist.  It  is  critical  that  the  Ryan  White  CARE  Aa  be  reauthorized  this  year.  It  is 
critical  ihut  funding  formulas  qqI  be  changed  in  a  way  that  would  result  in  reduction  of  funding 
provided  lo  New  York  State. 
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CITY  OF  BOSTON  •  MASSACHUSETTS 


OFFICE  OF  ^HE  MAVOR 
THOMAS  M.  MENir-JO 


February  21.  1995 


Honorable  Nancy  L.  Kassebaum 
Chair,  Committea  on  Labor  and  Human  Resources 
302  Russell  Senate  Cff-fce  Budding 
Washington,  DC  20510 

Dear  Senator  Xassebautnc 

r  write  to  you  on  iehalf  cf  the  citizens  of  the  City  of  Boston 
to  urge  you  to  consiaer  the  urgent  needs  or  t.'iose  among  us  who  have 
AIDS  or  are  KIV  positive.    We  are  Darticular^y  rcncerned  about  the 
reed  for  cont-nued  support  of  ail  the  Ryan  «hit8  CARE  Act  Title  I 
eligible  iTetropo  i itan  areas  (EMAs)  as  you  draft  legislation  to 
'"eauthorize  the  CARH  Act.    The  City  of' Boston  -sceives  aoproxi mate  1y 
S8  Hill  Ion  under  "itia  I,  which  it  administers  on  behalf  of  the 
entire  EMA.    As  you  are  aware,  the  Boston  tMA  is  extensive,  covering 
.-nost  communities  ^'n  the  Commonwealth  of  Massachusetts  as  wall  as 
three  counties  in  southern  New  Hampshire. 

When  the  CARE  Act  was  f-'Yst  authorized,  Boston  was  anong  the 
sixteen  urban  areas  to  receive  funding  under  Title  [.    Our  community 
planning  process  served  as  a  inodel  for  the  "cccl  Planning  Councils, 
which  exercise  local  determinitive  authority  over  the  use  of  the 
''tie  I  -unds.    "his  has  allowed  the  people  -iving  with  AIDS  and 
their  croviders  to  work  with  government  cf-'icials  to  determine  the 
best  use  of  the  ^unds  to  nest  our  unique  neecs.    It  Is  a  model  of 
local  control  -hat  is  novi  being  cons-'derec  -cr  a  •'ange  of  other 
funding  prcgrans,  and  one  whicn  has  workec  wel"  in  our  comnunity. 

Unfortunately,  the  grov/th  of  the  epidemic  has  "ar  outpaced  our 
ability  to  fund  adequate  services.    Not  only  are  the  numbers  of 
people  with  AIDS  increasing,  but  the  complexity  of  their  service 
needs  are  increasing  as  well.    More  and  nore,  *hose  needing  services 
for  AIDS  ara  also  facing  other  major  ^'ssues  Mte  homolessness, 
substance  abuse,  and  mental  illness.    Boston  is  not  alone  in  the 
crowth  of  the  epidemic,  and  we  are  very  concerried  at  :h9  prospect  of 
;osing  any  Ryan  White  funds,  particularly  thosi.:  provided  under  Title 

T 

The  AIDS  crisis  continues  to  unfold  as  a  cr-isis,  'Requiring 
emergency  relief.    Thouch  the  aoidem'c  has  been  raging  ^or  over  a 
aecade    't  ^'s  still  a  very  real  emergency      Boston  as  it  is  m  the 
other  urban  :on3munit:es  of  tne  EMA.    We  still  h;ive  waiting  lists  for 
such  idsic  se'^vices  as  home-delivered  T.eals,  suijported  housing, 
cnild  care,  -aspite  services,  dantal  treatments.    Quite  frankly,  we 
need  more,  not  less  funding. 

We  als-  want  to  reiterate  our  position  that  adeauate  ^unding  *i 
needed  for' all  titles  of  the  CARE  Act.    Because  of  tne  size  of  our 
IMA,  many  of  our  "ife  I  services  are  complimented  by  those  funded 
jnder  Titles  11,  III'^),  and  IV.    Boston  coes  t:t  suoport  the 
increas-ng  of  any  T-t.e  of  the  CARE  Act  by  --educing  other  CARE  Act 
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or  AIDS  runaing.    All  that  does  is  shift  the  problem.   As  the  Labor 
and  Human  Services  Committee  deliberates  on  tne  l^yan  White 
legislation,  you  will  see  that  the  epideir-'c  continues  to  grow  at  an 
alarming  rate.    Congress  needs  to  help  ai'  of  us  respond  to  this 
crisis  and  to  thosa  in  desperate  need. 

Boston  is  proud  of  its  efforts  to  effectively  utilize  Title  I 
funds.    Our  Planning  Council  remains  a  model  fcr  coordinating  the 
distribution  of  our  funds  to  those  most  in  neac.    Despite  the 
tremendous  growth  of  the  size  of  our  EMA  ^ast  year,  Boston  has  made 
a  tremendous  effort  to  work  throughout  the  EMA  to  determine  needs 
and  prioritize  funds  appropriately.    The  direct  funding  to  Title  I 
£MA8  ensures  that  layers  of  bureaucracy   are  avoided,  and  that 
services  are  not  hindered  by  miles  of  red  tape  or  dictates  from 
Washington. 

You  have  been  an  outspoken  advocate  o-^  local  control  over 
funding.    Ryan  White  Title  I  is  just  that.    We  hope  that  you  will 
continue  your  commitment  to  the  CARE  Act  durinc  the  reauthorization 
process.    People  living  with  AIDS  and  HIV  are  (iependent  on  a  fragile 
infrastructure  that  "^as  :een  created  with  ZARZ  Act  funds.  Having 
Congress  reauthorize  the  CARE  Act  quickly  and      a  way  which 
continues  to  fairly  addr'*s$  the  needs  of  the  larger  uroan  areas  like 
Boston  is  critical.    TharK  you  for  your  consideration. 

Sincere  y, 


""homas  M,  Men i no 
Vayor  of  Boston 
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Susan  Golding 

MAYOH 

Februaiy  20,  1995 

The  Honorable  Nano/  Kassebaum 
Chair 

Senate  Labor  and  Human  Resources  Committee 
SR-302  Russeil  Senate  Office  Building 
Washington,  O.C.  20510-1602 

Dear  Senator  Kassebaum: 

I  want  to  thank  voli  for  invidng  me  to  testify  before  the  Senate  Labor  and  Human 
Resources  Committee  regarding  the  re-ailocation  of  the  Ryan  White  Care  ,-\ct.  i  regret  th:it  my 
scheduling  constraints  prevent  me  from  accepnngyour  invitation. 

AS  Mayor  of  one  of  the  onginai  Tide  i  cities  runded  bv  the  Ryan  White  CARE  Act  in  1 991 , 
I  can  cittest  to  the  absolute  need  for  the  program's  connnuance.  When  San  Diego  was  first 
considered  for  funding  under  the  CARE  Act  in  December  1 990,  there  were  232"  reported  AIDS 
cases  in  our  counts'.  Sy  Decemoer  of  '1 994.  the  numoer  was  neariv  6000.  As  the  caseload  has 
increased,  so  too,  has  the  qualified  networic  of  care  providers  who  are  able  to  service  this 
grow  ng  need  tnrough  dollars  provided  by  the  CARE  Act. 

As  you  know,  chose  diagnosed  with  HiV  and  AIDS  are  as  diverse  as  the  community  we 
live  in.  From  the  mcLher  with  famiiv,  to  the  single  male  to  the  orphan  child,  :ne  depth  and  range 
of  peoDie  affliaed  with  and  aifeaed  by  HIV  and  AIDS  has  changed  dramatically  over  time.  To 
meet  the  needs  or  this  changing  population,  it ;?  vital  that  cities  ce  allowed  to  maintain  loCal 
control  as  it  has  been  established  under  wtie  i  cr  the  CARE  .Act 

I  am  proud  of  the  -rficent  way  Tide  I  has  vvorked  in  San  Diego  and  of  d^e  real  differences 
it  has  made  m  the  lives  or  people  m  our  community  iiving  with  HIV  and  AIDS.  Through  funds 
we  receive  under  Che  CARE  Act  we  are  able  to  provide  a  monthly  average  of  -43  primary  care 
visits  and  27,000  home-delivered  meals  to  disabled  or  home-bound  AiOS  paaents.  Our  Tide 
I  Planning  Council  has  designed  a  unique  network  of  care  sea'ices  to  meet  the  particular  needs 
of  AIDS  paoents  at  different  stages  or  the  disease.  This  model  of  local  control  allows  paaents  to 
stay  in  their  own  hemes  and  out  of  nursing  homes,  enabling  them  to  live  and  die  with  dignity. 


Again,  thank  you  for  the  mvitanon  to  parDCipate  in  your  valuable  hearings.  .Aldiough 
am  unable  to  attend,  I  appreciate  your  consideration  of  my  strong  support  of  the  Ryan  White 
CARE  A.a  and  of  the  retention  of  local  controj^rough  Tide  I. 

Since^iv,  // 


/ 


SUSAN  COLDINC 
Mayor 

C:tv  of  San  Diego 
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February  21,  1995 


Senator  Nancy  L.  Kassebaum 
c/o  Dr.  Marty  Sieg-Ross 

Senate  Connmittee  on  Labor  and  Human  Resources 
Roonn  4.30  Dirksen  Senate  Office  Building 
Washington,  DC  20510 


{Public  Testimony  on  Reauthorization  of  Ryan  White  Legislation 


We  are  grateful  for  the  opportunity  to  express  our  backing  for  the  reauthorization 
of  Ryan  White  Legislation  this  year.  Settlement  Health  and  Medical  Services,  Inc. 
provides  comprehensive  medical  care  and  supportive  services  to  HIV*  persons. 
Our  medical  care  and  case  management  services  to  patients  are  supported  by  Title 
IIIB  and  Title  i  monies  and  coordinated  with  the  East  Harlem  HIV  CARE  Title  11 
Ryan  White  Network.  We  try  to  use  the  money  entrusteo  to  us  carefully. 

We  are  people  living  with  HIV  and  AIDS  in  East  Harlem  in  New  York.  We  urge  this 
Congress  to  safeguard  our  health  and  the  fragile  network  of  medical  care  and 
supportive  services  that  are  a  necessary  continuum  of  care  for  us.  Many  of  us  not 
only  have  HIV  but  TB  and  STDs  and  are  trying  to  recover  from  using  drugs  and 
being  homeless.  We're  willing  and  are  taking. more  responsibility  for  ourselves  and 
our  community.  We  ask  for  your  help.  Please  don't  experiment  with  our  lives. 
Drastic  changes  in  Ryan  White  may  have  many  unanticipated  and  unfortunate 
outcomes.  Please  look  carefully  at  suggestions  for  modest  revisions  that  still 
address  areas  of  concern  and  fairness. 


The  number  of  cases  of  HIV  and  AIDS  is  expected  to  qrow  by  more  than  50%  in 
New  York.  East  Harlem  has  one  of  the  highest  concentrations  of  AIDS  cases  in 
New  York  State.  We  have  worked  hard  in  our  community  to  try  to  coordinate 
services  and  collaborate  with  the  leadership  of  people  living  with  HIV  and  AIDS 

and  those  providing  sen/ices.  We  are  taking  care  of  people  in  our  community  in 
our  health  centers  rather  than  senaing  them  only  to  hospitals.  This  is  saving 
moneyj  We  also  have  more  than  180  volunteers,  one-third  are  men,  one-half 
come  from  our  community.  East  Harlem. 

East  Harlem  is  medically  under  served.  Ryan  White  funding  has  helped  us 
maintain  just  enough  medic:  providers  to  deliver  services  to  PLWAs.  if  there  are 
massive  cuts  or  if  we  cannot  assce  we  can  continuously  employ  doctors  or 
nurses,  we  can't  provide  aoequate  care  to  PLWAs. 

Talk  to  us.  Hear  our  concerns.  Accept  our  recommendations.  We're  not 
bureaucrats.  We're  working  directly  with  patients  and  with  service  providers.  Ryan 
White  reauthorization  is  important  to  medical  care. 


We  want  to  help.  Call  on  us. 


Thank  you  for  giving  serious  consideration  to  our  concerns  and  recommendations. 


Ernesto  OeJesusi/ 

PLVJA,  Memoer  Community  Advisory  Committee 


E.  Terry  Hamilton 
Director  HELP/AYUDA 
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202)  546-5400 


Feoruan-  22,  1995 

The  Honorable  Senator  Kassebuam 
Chairman 

Comminee  on  Labor  and  Human  Resources 
U.S.  Senate 

Washington,  D.C.  20510 
Dear  Chairman  Kassebaum, 

On  behalf  of  the  public  health  agencies  m  the  50  states  and  the  seven  temtones.  I  am  wnting  to 
express  strong  suppon  for  the  reauthonzauon  of  the  Ryan  'wTiite  C.\RE  .Act.  As  the  guarantors 
of  the  public  health,  state  health  agencies  are  accountable  for  administration,  coordination 
and  oversight  of  all  publicly  funded  health  programs,  and  assure  serv  ices  for  entire  state 
populations-  The  Ryan  'vVTiite  CaRE  Act  has  made  ;t  possible  for  states  and  local  health 
departments  to  respond  to  the  grov-ing  .AIDS  epidemic  by  ennancmg  tdeir  care  systems  wnich 
provide  a  continuum  of  care  for  people  living  wth  rllV  disease  and  .AIDS.  Congress'  contmued 
support  for  ±113  program  has  unprovea  the  iengUi  and  quality  of  iife  for  persons  living  '•■■ith 
HIV'  .AIDS  and  we  commend  you  for  authorizing  this  program  and  for  its  contmued  support. 

Currently,  states  receive  funding  under  Tide  IT  of  the  Ryan  White  CARE  .Act  to:  establish 
consonia  -Jiat  provide  medical  and  rapport  ser^'ices;  provide  prescripuon  drugs,  home  and 
commumty  based  care,  ana  insurance  continuauon  to  low  mcome  and  uninsured  individuals  li\ing 
with  HIV  disease  and  .AIDS  throughout  the  state. 

^Vhile  states,  the  administrators  of  Title  II  proerar-s.  were  not  uivited  to  present  oral  testimony, 
we  appreciate  the  willingness  of  Senator  Kasscoaum's  staff  and  the  General  .Accounting  Office 
i;GAO)  to  involve  states  m  preliminary  discussions  of  the  GAO  recommendations  for  formula 
changes.  As  the  GAO  repon  has  not  yet  been  published,  states  are  limited  in  their  capacity-  to 
adequately  -maiyze  the  impact  of  the  proposals.  We  teit  strongly  that  your  Comminee  should  be 
imbrmed  o  "  the  following  points: 

■  Congress  should  continue  its  support  for  the  current  provisions  in  the  Ryan  White  CARE 
.Act  that  otfer  tlexibiiity  for  states  and  iocai  governments  to  determine  service  priondes 
for  people  livmg  '-vith  HIV  disease  Jid  AIDS.  The  needs  of  persons  living  with 
HIV/ AIDS  in  some  states  require  that  Title  il  funding  't>e  targeted  to  consortia  that  provide  y 
medical  and  support  services  throucnout  the  state,  'vnereas  other  states'  pnonties  may 
result  in  funding  bemg  directed  funa-ng  to  drug  reimbursement  programs.  In  other  cases. 
Title  I  dollars  are  directed  to  Tide  II  :o  assist  in  drug  reimbursement  programs. 

■  States  appiaud  Senator  Kassebaum's  etfons  o  address  -Jie  issue  of  the  availability  of 
services  across  states  and  recommend  thai  opuons  to  secure  fimding  to  improve  access  to 
care,  be  assessed  from  ail  eiemenc  of  the  CARE  .AcL 

B  States  strongly  contend  that  changes  maae  to  the  CARE  .Act  should  not  disrupt  service 
aelivery.  The  impact  of  any  modification  which  results  in  funding  losses  should  be 
carefully  assessed  and  phased  in  gradually. 

■  In  order  :o  provide  an  equitable  baseline  of  services  to  every  person  living  with 
HIV/ AIDS,  regarcless  of  where  tney  live,  states  suggest  'die  development  of  mechanisms 
whereby  needs  for  meaical  and  support  services  are  not  competing  with  the  needs  for  state 
wide  functions.  Such  mechanisms  snouid  also  ailow  states  the  tlexibiiity  to  consider  the 
different  of  types  of  services  diat  are  needed  by  people  living  with  HJV/.AIDS  in  their 
state,  such  as  meaical  and  suppon  services  and  prescnpnon  drugs. 

■  States  remain  concerned  about  proposals  that  place  responsibility  .'or  planning  and 
provision  of  servnces  for  suburban  and  rural  regions  on  an  eligible  metropolitan  area 
(,EMA).  This  is  pamcularly  important  m  an  EMA  sucn  as  Boston,  which  includes  parts 
of  New  Hampshire  and  90  percent  of  the  State  of  Massachusetts.  Proposals  that  would 
place  responsibility  for  medical  and  support  services  on  HNlAs,  would  result  in  the  City 
of  Boston  oearing  the  responsibility  for  providing  medical :  id  support  services  not  only 
for  Boston,  but  for  90  percent  of  the  State  of  Massachusem.  This  is  a  fundamental  role 
of  state  health  agencies. 
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■        States  also  recommend  that  consideranon  be  given  to  the  eligibility  critena  tor  new  EMAs 
to  assure  bener  coordination  of  planning  and  services  between  states  and  EMAs. 

States  will  provide  further  perspectives  on  the  GAO  recommendations  and  other  proposals  after 
they  are  formally  released  and  states  have  had  the  opportunity  to  analyze  them.  Thank  you  again 
for  your  support  for  the  Ryan  White  C.\RE  Act;  I  look  forward  to  working  wth  the  Senate  to 
improve  the  lives  of  persons  living  with  HIV/ AIDS  across  the  nation. 


Sincerely, 

Chris  Atchison 
President 

.Association  of  State  and  Temtonal  Health  Officials 
Director 

Iowa  Department  of  Health 


Office     U»e  Mayor 


EmanuBl  Cleaver  11,  Mivor 


:9ch  Floor.  City  Hall 
*14  £.  I2th  St 

Xan»!»C;ty,  Mlsioyn  64106-27 


(516)  274-2595 
?«.  (S16)i74.199l 


February  21,  1995 


Honorable  Senator  Nancy  fCassebaum 

Honorable  Edward  Kennedy,  U.S.  Senate  Washington  D.C. 

Dear  Senator  Xassebaum  and  Senator  Kennedy; 

I  write  to  you  on  behaJf  of  the  citizens  of  the  City  of  Kansas  City,  Missouri  to  urge  you  to 
fjlly  consider  the  urgent  needs  of  the  Ryan  White  CARE  Act  Title  I  eligible  raetropoiitan 
areas  (EMAs)  as  you  draft  legislation  to  reauthorize  the  CARE  Act.  When  tlic  CARE  Act 
was  first  funded  in  FY  1991,  sixteen  U.S.  cities  were  defined  as  disaster  areas.  Just  five 
years  Iatcr»  forty-two  cities  are  eligible  for  Title  I  emergency  assistance.  AIDS  has 
continued  to  wreak  havoc  on  urban  communities  -  72%  of  the  AIDS  caseload  nationally 
has  been  diagnosed  in  the  Title  I  EMAs.  Title  I  provides  a  stable  foundation  in  the  most 
heavily  impacted  metropolitaa  areas. 

The  disaster  brought  on  by  AIDS  has  just  begun  to  emerge.  Unfortunately  the  worst  is 
yet  to  come.  Though  it  seems  impossible,  the  AIDS  epidemic  we  faco  in  Kansas  City, 
Missoiuri  grows  more  severe  each  day.  In  communities  of  color  the  epidemic  is  just 
emerging,  and  capacity  building  is  urgently  needed  to  nssist  our  response  I  am 
Irightened  at  the  prospect  of  not  .:aving  Title  I  funds  to  help  our  community  address  the 
needs  of  so  many  people  living  with  HIV  disease  and  AIDS.  The  fragile  systems  of  all  of 
our  public  health  programs  would  likely  collapse  without  adequate  Title  I  resources. 

The  ADDS  crisis  continues  to  imfold  as  a  crisis,  requiring  emergency  relief.  Despite 
resources  provided  under  Title  I,  wc  are  siill  unable  to  adequately  llmd  medical  care  and 
support  services,  especially  primary  care  and  housing. 
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Diniinishing  any  pan  ofTItJe  I  —  the  resources  or  the  planning  councils  -  will  devastate 
my  city.  Ai3  inordicatc  amount  of  both  human  and  fiscal  capital  will  be  lost.  Title  I  has 
created  public  and  private  partnerships  never  before  imagined  to  enable  a  cost-effective, 
compassionate,  community-driven  response  to  this  grave  public  health  emergency.  The 
direct  fiinding  to  Title  I  EMAs  ensures  Lhat  layers  of  bureaucracy  are  avoided,  and  care 
services  arc  not  hindered  by  miles  of  red  tape. 

:  ask  for  your  conunitment  to  the  reauthorization  of  all  four  tides  of  the  CARE  Act  in  a 
timely  .-nanner.  We  are  dependent  on  the  fragile  infrastrucmre  that  has  been  created  by 
the  interdependence  of  alJ  four  Titles  at  the  iocal  level.  If  I  can  be  of  assistance  to  you  or 
to  the  Committee,  please  do  not  hesitate  to  contact  me. 


February  21, 1995 

Honorable  Nancy  Kassebaum 
Honorable  Ted  Kennedy 
United  States  Senate 
Washington  D.C. 

Dear  Senator  Kassebaum  and  Senator  Kennedy: 

I  vy^rite  to  you  on  behalf  of  the  citizens  of  the  City  and  County  of  Saii  Francisco 
to  urge  you  to  fully  consider  the  urgent  needs  of  the  Ryan  White  CARE  Act 
Title  I  eligible  metropolitan  areas  (EMAs)  as  you  draft  legislation  to 
reauthorize  the  CAKE  Act.  When  the  CARE  Act  was  fir.<=;t  funded  in  FY  1991, 
sixteen  U.S.  cities  were  defined  as  disaster  areas.  Just  five  years  later,  forty-two 
cities  are  eligible  for  Title  I  emergency  assistance.  AIDS  has  continued  to 
wreak  havoc  on  urban  communities  -  "2%  of  the  AIDS  caseload  nationally 
has  been  diagnosed  in  the  Title  I  EMAs.  Tide  I  is  a  stable  foundation,  though 
a  small  drop  in  the  bucket,  in  the  most  heavily  impacted  metropolitan  areas. 

The  disaster  begot  by  AIDS  has  just  begun  to  emerge-the  worst  is  yet  to  come. 
Though  it  seems  impossible,  the  AIDS  epidemic  we  face  in  the  City  of  San 
Francisco  grows  more  severe  each  day.  San  Francisco  currently  has  28,000 
people  who  are  mfected  with  HIV.   With  the  help  of  CARE  funds,  we  have 
been  able  to  provide  annually,  194,362  meals;  185,913  residential  days;  and 
60,363  prescriptions  to  people  infected  with  HIV.  I  am  frightened  at  the 
prospect  of  not  having  Title  I  funds  to  help  our  community  address  the  needs 


Otfice  of  Uie  Mayor 
San  Fr.'^ncisco 


FRANK  M.  JORDAN 
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of  so  many  people  living  with  HIV  disease  and  AIDS.  The  fragile  systems  ot 
ail  of  our  public  health  programs  would  likely  collapse  without  adequate  Title 
I  resources. 

The  AIDS  crisis  continues  to  unfold  as  a  crisis,  requiring  emergency  relief. 
Despite  resource  provided  under  Title  I,  Ihere  remains  a  tremendous 
amount  of  unmet  needs.  An  example  is  our  inability  to  provide  sufficient 
supportive  housing  to  1,600  low  income  persons  infected  with  IIIV. 
Diminishing  any  part  of  Title  I— the  resources  or  the  planning  councils— will 
devastate  my  city.  An  inordinate  amount  of  both  himian  and  fiscal  capital 
will  be  lost.  Title  I  has  created  public  and  private  partnerships  never  before 
imagined  to  enable  a  cost-effective,  compassionate,  community-driven 
response  to  this  grave  public  health  emergency.  The  direct  funding  to  Title  I 
EMAs  ensures  that  layers  of  bureaucracy  are  avoided,  and  services  are  not 
l"undered  by  miles  of  red  tape. 

Thank  you  for  your  commitment  to  reauthorize  all  four  titles  of  the  CARE 
Act  in  a  timely  manner.  We  are  dependent  on  the  fragile  infrastructure  that 
has  been  created  by  the  interdependence  of  all  four  titles  at  the  local  level.  If  1 
can  be  of  assistance  to  you  or  to  the  Corrunittee,  please  do  not  hesitate  to 
contact  nie. 


Sincerely, 


Frank  M.  Jordan 
Mayor 
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oryicz  or  the  mayoh 

CITY  or  carcAOo 
February  21,  1935 


rha  Honorable  2dward  M.  Xannedy 
Unitad  Statt»  s«nat« 
SR-315  :iu»B«ll  Stna-a  cfJic*  auildlng 
Washington,,  o.c.  :o5io-2ioi 

Otar  Sana tor  Xannsdy: 

on  bahalf  af  the  citizens  cf  tha  City  of  cuicago,  I  urga  vou 
zo  considar  th»  urgant  needs  oJ  Syan  Vfhite  Title  I  aiigibla 
aacroeslitan  areas  (SMAb)  as  you  iraft  lagislaclan  zo  raauthoriza 
tii9  cXrz  Act. 

ovar  TO*  of  Aaarican*  living  vith  XJDS  hava  iaan  diagnoaad  in 
Titla  I  Z3<A».  Whila  zha  CARS  Ao-c  has  sucoaBs^ully  anablod 
localitias  like  ours  -a  provide  aaargsncy  health  care  and  social 
sarvioas  aver  tha  past  Siva  years,  tha  AIDS  apidamio  continuae  to 
devaatace  our  soaaunities.  The  full  scope  of  -  tha  dlsaatar  has  ^ust 
b«gun  to  anerga.  Our  local  tr forts  to  expand  services  and  devote 
incraaaed  rescurcse  to  fighting  the  apidaaic  continue  to  be 
outpaced  by  growing  needs  far  cara  and  traataant  zi  oeople  Living 
with  HIV  and  AIDS. 

Even  vith  the  vital  resources  provided  under  Title  ■  of  the 
CAAZ  Act,  va  ara  still  unahle  to  tiqbz  52t  at  the  assessed  health 
care  and  social  service  neeiis  zi  individuals  and  'anilies  affectad 
by  nr/  across  ths  Chicago  iraa ,  Any  rsduction  in  Title  I  support 
iar  our  fragile  syataa  of  :-?IV  care  would  ba  diaaatroua  far  all  of 
our  public  health  prograns. 

Title  I  nas  created  and  aupportsd  unprecodancad  putolic/ private 
cooperation  in  planning  and  iapiaaentation  of  local  .wealth  prograns 
here  m  Chisago.  3irect  funding  zo  litla  Z  ZMAa  ansuraa  ::oroaunity 
invoiveaont  m  planning  ind  rasourcs  allocation,  naxinizas  the 
axiount  o2  dollars  going  to  provide  services,  and  avoids  unnecessary 
layers  of  ijureeucracy , 

ThanX  /ou  for  your  ccaaaitasnt  to  reauthorize  all  four  titles 
of  •:ho  syan  vfhita  CASE  Act.  The  health  and  vall-beina  of  aany 
thousands  ii  Chicagoana  iffacted  by  AIDS  and  Hiv  depend  on  your 
supper-  of  this  vital  progran.  Pleasa  lat  aa  jcnow  if  I  can  ba  of 
assistance  to  you  or  to  the  Ooiroittae  duri.".g  the  reauthorization 
process. 


The  Chairman.  Thank  you  very  much.  That  concludes  the  hear- 
ing today. 

[Whereupon,  at  12:58  p.m.,  the  committee  was  adjourned.] 
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